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Their  will  be  provisions  for  effective  staff  and  resident  participntion: 
and  communication,  inchidiiig  use  of  staff  meetings  and  standing 
committees.  The^  farility  will  use  a  percentage  of  operating  budget  for 
self-renewal  purposes.  The  findings  of.  these  activities  will  be  dissemi- 
uated  to  staff  ami  consumer  representatives.  There  will  be  a  system  of 
collection  and  recording  of  data  describin,?  the  population  of  the 
facility. 

The  facility  will  have  a  publicly  available  description  of  services 
for  residents.  The  facility  will  provide,  by  various  means,  for  meaning- 
ful and  extensive  participation  in  the  policymaking  .and  operation  of 
the  'acility  by  conf?umer  representatives  and  the  public. 

^he  facility  will  establish  an  extensive  public  education  and  infor- 
rr-dticn  program  to  develop  understanding  and  ac<^eptance  of  the 
menttUy  retarded  and  other  developmentally  disabled  in  all  aspects 
of  the  community  living. 

Subchapter  III  of  Chapter  I  (sections  233' through  239)  describes- 
standards  for  admission  and  release  of  mentally  retarded  residents  of 
facilities^  These  provide  that  only  tliosfe*  who  can  be  helped  by  the 
facility's  programs  will  be  admitted,  and  that  numbers  of  admissions 
will  not  exceed  the  facility's  capacity  and  provisions  for  adequate 
programing. 

Laws,  regulations,  and  procedures  for  admission,  readmlssion,  anct 
release  will  be  summarizecl  and  available  for  distribution.  The  mattfjr 
of  legal  incompetence  will  be  separate  from  the  matter  of  the  need  for 
residential  services,  and  admission  to  a  facility  will  n«t  automatically 
imply  legal  incompetence.  ^ 

feefore  admission,  a  resident ^must  have  a  complete  physical,  emo--- 
tional,  social  and  cognitive  evaluation.  Setvlce  need  for  each  resifcjent 
will  be  defined  without  regard  to  the  actual  availability  of  all  the 
desirable  options.  A  retaided  or  other  deveiopmentdly  disabled  person 
will  be  admitted  to  a  facility  only  when  it  can  be  determined  that  this 
would  be  the  best  measure  for  nim.  When  admission  is  i>ot  the  best 
idea,  but  cannot  be  aVoided,  this  must  be  acknowledged  clearly  and 
plans  must  be  made  to  explore  alternatives.  The  primary  beneficiary 
of  the  admission  to  a  facility  must  be  clearly  specified  as  the  resident,, 
his  family,  his  communit^^,  society,  and  several  of  these.  All  admissions- 
are  to  be  regarded  as  temporary. 

A  medical  evaluation  by  a  pliysician  xnW  be  made  within  a  week  of 
aamission.  Provision  is  made  for  conti  ming  and  regular  e^^aluations- 
of  the  resideait  and  his  progress  in  the  facility. 

Provision  is  made  for  physical  inspection  of  the  resident  for  sign* 
of  inj\iry  or  disease  prior  to  and  following  temporary  or  permanent 
release  from  the  facility.  Proceed u res  itre  described  for  reporting;  on  tihe 
resident's  status  at  the  time  of  permanent  release  or  transfer  from  the 
facility. 

^  In  '*vent  of  serious  illne.ss  or  accident,  impending  death,  or 
death,  provision  is  made  for  informing  next  of  kin  or  guardian,  and 

'  t*ie  following  of  the  wishes  of  that  person  concerning  religious  mat- 
ters. In  case  of  death  of  a  resident,  provision  is  made  for  autopsy,  vriih 
permission,  for  suitable  religious  services  and  burial,  if  wi.shed,  and 
for  informing  coroner  6r  mediciil  examine^*,  in  accordance  with  law. 

Subchapter  IV  of  Chapter  I  (sections  240  through  241)  outlmes  the 
personnel  policies  a  resK^lent  facility  for  the  mentally  retarded  or 
other  development  ally  di.sabled  must  follow  in  order  to  comply  with 
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this  liiw.  ft  prov'ulr*^  for  a  por^onnol  ilirector  if  \varrariU»d,  for  a  written 
description  of  runvnt  personnel  policies  and  practices  to  be  .available 
to  all  employees  and  for  initial  >creening  and  re^\dar  evalnatiou  of  all 

personnel.  >  •  i  i 

The  subchapter  pnivides  that  stafRu^:  should  he  sufhc'ent  so  that  the 
facility  is  not  dependent  upon  residents  or  volunteers  for  the  per- 
fonnaruT  of  productive  services.  It  describes  proced\ires  iiiuler  which 
residents  can  be  Involvevl  m  such  services.  The  s\ibchapter  describes 
procedures  for  the  establi^luuf^nt  of  an  appropriiit(>  stall  training  pro- 
gram au(l  the  {pudificuaions  of  the  per>^ou  responsible  for  this  prop'anu 
Al-o  de-cribed  are  pn>visi()n>  for  creaUno;  relations  with  nearby  col- 
I'crf's  nnd  uruver>iti(»s  for  advanced  training  of  the  facility's  stall,  for 
tlu'  use' of  facihty  r(»sonrces  for  training:  and  res(»arch  iiy  the  colletj:cs 
and  utuvcrsitif*-/ Mild  *for  cxchaniijc  of  statf  between  the  facility  and 
the  colietre-^  arul  univer^iiies 

Cfuipter  II—  R(i<i(hnt  Living 

The  tir-t  'Subchapter  of  Chapter  IT  (section  242)  describes  stafT- 
'resi(h»nt  relatioiwhips  and  a<:tivitie>.  Staff  of  the  facility  's  living  urnts 
will  (h'vote  their  attention  to  the  ^'ure  and  development  of  re>i(lents 
ii4  the.  atmo^phcrt*  of  the  liviuii;  \uu^>^  as  f(dlo\vs: 

(t  1  Bv  proyidinp:  sufficient  attention  to  each  re>^ident  each  day.; 

f2)  By  trainini^  residents  in  activities  of  daily  hving  and  in  de- 
veloi)nuuit  of  self-help  and  social  skills ; 

(  Vi  By  providinLi:  a  warm,  family-  or  home-like  envirormu»nt : 

.4)  By  not  being  diverted  by  lu)Usekee]jing,  clerical,  and  other  non- 
resident-care  activities ;  and  ^  . 

(5)  By  maintaining  stability  and  consistent  interpersonal  'relation- 
ships. ...... 

Living  unit  staff  will  pailicipate  with  an  intcrdisciphnary  team  in 
the  over'Idl  care  and  develo[)ment  of  the  resident.  Pr{)vision  is  made  for 
cvaluati(»n  and  j)rogram  phms  for  each  resident  t{)  be  available  to 
living  unit  staff  and  to  be  reviewed  regularly  by  the  interdisciplinary 

Activlty^chednles  for  each  resident  free  of  ''dead  time"  of  m(>re 
tium  one  hour  an(}  allownig  for  individual  and  group  free  ai  tivities 
will  he  available  to  living  unit  staff  and  implemented  daily.  Life  in 
the  liviiiiT  unit  will  reMunble  as  much  as  is  possible  to  cultural  norui 
of  nonrct'arded  aiie  peers.  Residents  will  be  assigned  responsibilities  in 
the  living  unit,  and  an  effort  will  be  made  to  enhanfe  self-respect  and 
to  develop  ii^depeiuleut  living  skills.  Provision  must  be  made  hjr 
appropriate  o)it-of-bed  and  hcdroom  activities;  for  multiple  handr- 
capp(ul  and  nonambulatory  residents.  Residents  will  have  planned 
periods  of  time  out  doois  aiid  will  be  instructed  on  how  to  use  Ireedom 
.  of  movement  both  within  and  without  the  facility  s  grounds.  Special 
%  events,  such  as  birthdays,  will  he  observed  and  provisions  will  be  rnado 
for  appropriate  heterosexual  interaction.  Residents'  view  ami  opinions 
on  matters  concerning  them  will  be  elicited  and  considered.  They  will 
be  instructed  in  the  use  of  and  will  have  appropriate  access  to  coinmu- 
nieation  processes,  such  as  telephones  and  mail.  They  will  be  permitted 
appropriate  personal  possessions  and  tho  possession  and  the  use  ol 
money. 
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There  will  be  provision  for  the  recogiiition  and  luanagemeiit  of  be- 
havioral problems  in  li  .tg  unit.  Thero  will  be  a  written  statement 
of  appropriate  policies  and  procedures  for  the  control  and  discipline  of 
residents.  C^ornoral  punishment  will  not  be  ptTinitted  and  residents 
will  not  disc i pi i lie  other  residents,  except  as  part  of  an  organized  self- 

foveronieut  program.  wSeclusion  in  a  h)cke(l  room  will  not  be  employed, 
^hvsical  restraint  will  be  used  only  when  necessary  to  protect  tlie 
rasident  from  injury  to  liimself  or  to  others,  and  not  for  punishment, 
convenience  of  the  staff,  or  as  a  substitute  for  progi'am.  Policies  for 
the, use  of  restraint  will  be  ix  writing  and  will  follow  certain  guide- 
lines. Procedures  are  described  for  the  appropriate  use  of  mechanical 
supports,  chemual  restraints,  and  behavior  modilication  prograni.s. 

The  second  subchapter  of  Chapter  il  (sections  243  aini  244)  de- 
scribes the  standards  for  food  services  in  the  resident  facility.  It 
provides  that  food  services  meet  the  needs  of  each  resident  and  be 
professionally  planned  and  nutritionally  adequate.  It  provides  for 
a  written  statement  of  goals,  policies,  and  procedures  of  the  facility's 
food  services.  A  qualified  nutritionist  or  dietitian  will  he  emphned 
or  consul te<l  regularh'.  The  standards  retjuire  that  well-baian<ed 
meals  be  served  to  residents  tKree  times  a  ilay  at  appropriate  intervals 
in  <lining  rooms  which  are  suitably  designed  and  equipped.  The  Jj)od 
service  of  the  facility,  like  all  other  services,  must  be  desi^ied  and 
operated  to  meet  the  needs  of  the  residents.  Suitable  sup^ervision  and 
systematic  training  in  the  development  of  appropriate  eating  skills 
will  be  provided.  Provision  nuist  be  nuulc  for  cleaning  equipment  and 
for  handwashing  fa<'ilitie.s.  ' 

Subchapter  III  (sections  245  through  247)  of  the  second  Chapter 
is  concerneii  with  provisions  for  clothing  of  the  residents.  Each 
resident  will  be  providexl  an  adetjuate  supply  of  clothing  comparable 
to  the  clothing  worn  in  the  conniuunty.  Provision  is  made  for  (he 
supplying  of  appropriate  clothing  to  residents  with  special  needs^ 
.such  as  the  multiple  handicapped,  the  nonambulator\*,  and  the 
incontinent.  Residents- will  be  trained  and  encouraged  to  choose  fheir 
own  clothing,  select  their  daily  clothing,  dress  themselves,  and 
maintain  their  clothing  as  indepen<lently  a.s  possible. 

Subchapter  IV  (section  248)  describes  provisions  for  the  health, 
hA^giene,  and  groomirig  of  residents.  Residents  will  be  trained  to 
become  as  independent  as  possible  m  these  matters  of  personal  (are, 
such  as  daily  bathing,  brushing  teeth,  etc.  Staff  assistance  will  be 
provided  where  appropriate,  such  as  helping  female  residents  in 
(miing  for  menstrual  needs,  or  in  providing  toilet  training  where 
ueedeil. 

Each  living  unit  will  have  a  properly  adapte<l  drinking  unit  and 
ri^idents  will  be  taught  the  proper  use  of  such  units. 

Procedures  will  be  established  for  regular  weighing  and  heiglit 
measurement  of  residents  and  for  the  maintenance  of  suitable  records. 
Care  of  infectious  and  contao:ious  (liseases  will  conform  to  State  and 
local  health  regulations.  A  physician  will  review  regularly  all  orders 
prescribing  bed  rest  and  prohibition  of  o\it<loor  activities.  Such 
devices  as  dentures,  eyeglasses,  hearing  aids,  and  braces  will  he 
furnished  ami  maintained  by  appropriate  specialists. 

Sub^:hapter  V  (se<'tion  249)  describes  standards  for  grouping  and 
organization  of  living  units.  These  living  units  will  be  small  eiiough 
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thi^  law.  !l  providiK  {ov  a  ppiN(»iinol  diivctor  if  wnrrant^^d,  for  a  wrilton 
description  nf  cunvnt  p<*Ts()nn(d  poli(  ios  and  prai  ticcs  to  hv  available 
to  all  (»niployoes  and  for  initial  scnvniiifj;  and  rogular  evaluation  of  all 

personTuJ.  /y-  -  »  u 

The  suh(!haptor.pr()vi(l(»s  that  stainng  sbould-be  sufhcjont  so  that  the 
faeilitv  is  not  dpp(»ndent  upon  resi(l(»nts  or  vohmteers  for  the  per- 
formaiieo  of  produrtivo  servieos.  It  deseribe^  nroeeihires  un(l(>r  which 
re<id(ints  can  be  involved  in  sueh  servii^es.  The  subchapter  describes 
proeedun»s  for  the  establishment  of  an  appropriate  stat!  training:  pro- 
gram and  the  (lualitications  of  tJie  pi»r>nr\  re-'ponsible  for  this  projjrain. 
Also  described  are  provisions  for  creatine!;  rclatious  with  nearby  col- 
ic<j:eN  aild  universities  for  udvanced  training;  of  the  facility's  staff,  for  . 
the  u>e  of  facility  resources  for  trainiufr  and  research  by  the  eolle<res 
and  univer<itif»s,  and  for  (»\chaa(;e  of  staff  between  the  facility  and 
t,he  eolieire^  and  uriiver<iii(»s 

Chupter  II—Rajdeat  Living 

The  first  sjibchaptor  of  Thapt^^r  TI  (section  242)  describes  staff- 
resident  relationships  and  activities.  Staff  of  the  facility's  livin^:  units 
will  devote  their  attention  to  the  care  ami  development  of  residents 
in  the  atmosphere  of  the  living  units  as  follow^:: 

(1 )  Bv  providing  sufliaient  attention  to  t»acli  resident  each  day;, 

i2)  Bv  trainincy  residents  in  activities  of  daily  living  and  in  de- 
V(»h)pment  of  self-help  and  srrcial  skills ; 

(:)\  Bv  provi(hn<r  a  warm,  family-  or  home-like  environment; 

.41  By  not  b(>iim  diverted  by  housekeeping,  clerical,  arid  other  non- 
rtsident-care  activities;  and  i     i  • 

rT))  By  maintaining  stai)ility  and  c()nsistent  mterpersonal  rciation- 
^^hips. 

Living  unit  staff  will  participate  with  an  interdisciplinary  »am  in 
the  over'jill  can^  and  development  of  the  resident.  Provision  is  nuule  for 
evabiatif)n  and  program  plans  for  "each  resident  to  be  available  to 
living  unit  staff  and  to  be  n^viewed  regularly  by  the  intenhseiphnary 

Aetivitv  schedules  for  ea^eh  resident  free  of  ^'dead  time"  oi  more^ 
than  cm(»'h()ur  and  allowino;  for  individual  and  group  free  activities 
will  be  available  to  livuig  unit  staff  and  impleinented  daily.  Life  in 
the  living  unit  will  reseuible  as  much  a?  is  possible  to  cultural  nonn 
of  noiiretarded  aire  ])(»ers.  Resiclents  will  be  assigned  responsibilities  in 
the  living  unit,  and  an  effort^  will  be  made  to  enhance  self-respect  luui 
to  (lev(»lop  indepcudent  livuig  skills.  Provision  must  be  ina(h>  for 
appropriate  out-of-bed  and  bedroom  activities;  for  multiple  handi- 
capp(»d  and  nonambnlatorv  residents.  Residents  will  have  planned 
'  p(Ti()4.s  of  time  out  doors  and  will  be  instrurted  on  how  to  use  Ireedom 
of  movement  both  within  and  without  the  facility's  grounds.  Special 
events,  such  as  birthdays,  will  be  observed  and  provisions  will  l)e  inado 
for  appropriate  Jicti^ros^xual  interaction.  Residents'  view  and  opmions 
on  matters  conc(»rning  them  will  be  elicited  and  considered.  They  will 
he  instructed  in  the  use  of  and  will  have  appropriate  access  to  commu- 
nication processes,  sueh  as  telephones  and  maih  They  will  be  nerraitted 
appropriate  personal  possessions  and  the  posse.ssion  and  the  use  ot 
money, 
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There  will  be  provision  for  the  recognition  and  management  of  be- 
havioral problems  in  the  living  unit.  There  will  be  a  written  statement 
of  appropriate  policies  and  proee(hires  for  the  control  and  discipline  ()f 
residents.  Corporal  punish n^ent  will  not  be  [)ennitted  and  residents 
will  not  discipline  other  residents,  except  as  [)art  of  an  organized  self- 

foverument  program.  Seclusion  in  a  locked  room  will  not  be  employed, 
^hysical  restraint  will  be  nsed  only  when  ncces.sary  to  protect  the 
resident  from  injury  to  himself  or  to  others,  and  not  for  punishment » 
cx>nvenience  of  the  sfafT,  or  as  a  substitute  for  program.  Policies  for 
the  use  of  restraint  will  be  in  writing  and  will  follow  certain  guiiie- 
lines.  Procedures  are  described  for  the  appropriate  use  of  meclianicul 
supports,  chemical  restraints,  and  behavior  modification  prograhis. 

The  second  subchapter  of  Chapter  il  (sections  24:^  and  244}  de- 
scribes the  standards  for  food  services  in  the  resident  facility.  It 
provides  that  food  services  meet  the  needs  of  each  re>iident  and  be 
professionally'  planned  and  nutritionally  adequate.  It  provides  for 
^a  written  statement  of  goals,  policies,  and  procedures  of  the  facility's 
food  services.  A  (pialified  nutritionist  or  dietitian  will  Ik>  emphned 
or  consulted  regulkrly.  The  standards  retjuire  that  well-balanced 
meals  be  served  to  residents  three  times  a  day  at  appropriate  intervals 
in  dining  rooms  which  are  suitably  designed  and  equipped.  The  food 
service  of  the  facility,  like  all  other  services,  must  be  designed  and 
operate<l  to  meet  thy  needs  of  the  residents.  Suitable  supervision  and 
systematic  training  in  the  development  of  appropriate  eating  skills 
will  be  provided.  Provision  n\ust  be  made  for  cleaning  equipment  and 
for  handAvashing  facijities. 

Subchapter  111  (sections  245  through  247)  of  the  second  Chapter 
is  concerne<l  with  provisions  for  clothing  of  the  residents.  Each 
re.sident  will  be  provide<l  an  athutuate  supply  of  do^thing  comparable 
to  the  clothing  worn  in  the  (community.  Provision  is  made  for  the 
supplying  of  appropriate  cU^tliing  to  resitlents  with  s{)ecial  needs, 
such  as  the  multiple '  handicapped,  the  nonambulatory,  and  the 
incontinent.  Residents  will  be  trained  and  encouraged  to  choose  their 
own  clothing,  select  their  daily  clothing,  dress  themselves,  and 
maintain  their  clothing  as  independently  as  possible. 

Subchapter  IV  (section  248)  describes  p'o visions  for  the  health, 
hygiene,  and  grooming  of  residents.  Residents  will  be  trained  to 
become  as  independent  as  possible  in  these  matters  of  personal  care, 
shell  as  daily  bathing,  brushing  teeth,  Ptc.  Staff  assistance  will  be 
provided  where  appropriate,  such  as  helping  female  residents  in 
oaring  for  menstrual  needs,  or  in  providing  toilet  training  where 
needetl. 

Each  living  unft  will  have-  a  properly  adapte<l  drinking  unit  tuid 
residents  will  be  taught  the  proper  u^e  of  such  units. 

Procedures  will  be  established  for  regular  weighinor  and  height 
measurement  of  residents  and  for  the  maintenance  of  suitable  records. 
Care  of  infectious  and  contagious  diseases  will  conform  to  Stiite  and 
locul  health  regulations.  A  physician  will  review  regularly  all  orders 
prescribing  bed  rest  and  prohibition  of  outdoor  at^tivities.  Such 
devices  as  dentures,  eyeglasses,  hearing  aids,  and  braces  will  be 
furnished  and  maintained  by  appropriate  specialists. 

Subchapter  V  (section  249)  describes  standards  for  grouping  and 
organization  of  living  units.  These  living  units  will  be  small  enough 
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to  insure  proper  dovelopmont  of  iuterperrional  relationships  among 
re>iileuts  ami  between  residents  and  staff.  A  single  unit,  incliuling 
sleeping,  dining,  and  activity  areas,  should  provide  for  the  housing 
of  not  more  than  sixteen  residents,  and  propam  groups  within  the 
,  unit  should  not  exceed  eight.  Any  deviation  from  either  of  these  two 
size  limitations  would  have  to  be  justified, on  the  bask  of  meeting 
projrram  needs  of  tlie  residents.  Jx"-^"^ 

Residential  units  should  house  both  mare  and  lemale  residents  inso- 
far as  this  conforms  to  prevailing  cultural  norms.  Re.sidents  of  widely 
varying  ages,  developmental  levels,  and  social  needs  will  not  be  housed 
together  urdess  this  is  planned  to  promote  growth  and  development. 
Residents  will  not  be  segregated  solely  on  the  basis  of  their  handicaps. 
,  The  living  unit  is  not  intended  to  he  a  self-contahied  program  unit, 

but  should  be  coordin^vfed  with  activities  residents  engage  in  outside 
the  living  unit.  Re.  idents  will  be  allowed  free  use  of  all  living  areas 
within  the  livhig  unit,  with  due  regard  to  privacy  and  personal  pot^ses- 
<ioris.  Residents  will  have  access  to  a  private  area  where  he  can  witli- 
dmw  when  not  engaged  iu  structured  activities.  Outdoor  phi}'  and 
recreation  areas  \v\\\  be  accessible  to  all  livinsj  units. 

Subchapter  VI  (section  250)  of  Chapter  II  defines  the  policies  and 
pnn  tices  cif  the  resideut-hving  staff.  It  stipulates  staff-resident  ratios 
for  each  of  the  three  shifts  in  a  twenty-four  hour  day  and  ^or  each  type 
of  living  unit  in  the  facility,  so  that  there  is  adequate  coverage  of 
residents  twenty-four  hours  a  day,  seven  days  a  week. 

Subchapter  VII  (>cction  251)  outlines  standards  for  design  and 
equipage  of  living  lUiits,  so  that  they  are  appropriate  for  the  fostering 
of  personal  and  .so(  iftl  development,  appropriate  to  the  program,  flexi- 
ble enough  to  accommodate  variations  in  program  to  meet  changing 
needs,  and  such  as*  to  minimize  noise  and  permit  comniunicatioii  at 
uornuil  conversation  levels.  The  interior  design  of  living  units  will 
-^iniulate  the  functional  arrangements  of  a  home.  The  subchapter  pro- 
vi^fe  standards  for  minimum  space  retjuirements,  and  for  the  design 
and'  equipage  of  bedrooms,  storage  facilities,  and  toilet  areas.  It  de- 
^erihos  provisions  for  the  safety,  r.anitation,  and  comfort  of  the  resi- 
ilents  by  ventilation,  temperature  and  humidity  control,  temperature 
of  iu)t  \vater,  emergenev  lightuig,  and  supply  of  clean  linen. 

Chapter  3 — Profesft'uynal  and  Special  Programs  and  Services 

This  chapter  (sections  252  through  254)  outlines  in  great  detail  the* 
various  types  of  professional  services  that  will  be  available  to  residents 
of  a  qualifrcd  residential  facility  for  t\xv  mren tally  retarded.  These  pro- 
fe-i-:orx.tl  and  ipecial  programs  and  services  will  be  provided  in  accord- 
ance with  the  residents'  needs.  They  may  be  provided  by  programs 
within  the  faciUty  or  by  a^angenients  between  the  facility  and  other 
agencies  or  persons.  In  order  to  promote  normalization,  all  professional 
services  will  be  rendered  whenever  possible  in  the  eonim unity.  The 
programs  and  services  will  meet  standards  for  quality  of  servi(;c.  Indi- 
viduals providing  the  programs  and  services  will  be  identified  with 
appropriate  professions,  disciplines,  or  areas  of  service.  Interdiscipli- 
nary teams  for  evaluating  needs,  plannhig  individuahzed  habilitation 
programs,  and  periodically  reviewing  residents'  response  to  programs 
and  revising  programs  accordingly,  will  be  made  up  of  persons  drawn 
from  or  representing  the  relevant  professions,  disciplines,  or  service 
areas. 

ErJc  ^  582 


576 


59 

.  The  standards  in  Mir  '>iih(  lini)t(»r'>  ril)incr  \\\>o  of  s(»rvi('r  nvo 
to  iiiterprotrd  to  :iic;iu  tliHt  lu'cossiir.N  ^crvic^'N  1u<'  to  hv  providrMi 
I'HW'iently  and  compotontly,  without  rp<.rnr<l  to  tin*  prote>sion;d  idcnli- 
ticjif ions'of  t*li4'  pcr-^on-^  providin^i:  (luMn,  unless  only  nicndxu'^^'of  a 
Mnoflo  profession  miv  (pialifird  or  authorix^^d  ti)  pcM-fohii  (h(» 

^tutod  serviro.  Thcroforo.* -.tTvicos  li-^tod  under  tlie  duties  of  one  })!(»- 
f(»s>i()u  nuiy  be  rendered  by  nieinbejs  of  other  professions  who  arc 
ecjuipped  by  training;  and  t»\periene(»  to  do  no.  Mend)i»rs  of  profe^sion^d 
diM-iplines  must  work  io2:(»tl»er  in  cooperation,  coordinated ,  intenlN- 
eifilinarv  fashion  t.)  acliiev**  (he  objectives  (>f  tb<'  facility, 

I'ro^rams  and  servicers  and  tlu»  pa<U*rn  of  >tatF  ortrani/.ation  und 
function  \nthin  the  facility  will  be  focused  upon  s(»rvin<r  tii(»  individual 
needs  of  residents  and  f)rovi<f(»nhe  foliowinir: 

'1)  ( \)mpr(*hensiv(»  dia£cno-;is  and  evaluation  of  cwvh  resident: 

t2)  Desitjn  and  iMij)l(»nuMitatioii  of  an  individualized  luibilitiilion 
proi^nini  to  meet  'lu*  needs  of  each  resident ; 

(3)  Re]i;ular  revi(»w,  pvaluaty»,  and  revision,  of  (»ac]i  individual 
program,  as  necessary ;  jH 

«4)  Freedom  of  nioV(*in(*nt  oi^Rdividuals  from  oi^i'  level  of  achie\  e- 
nu»nt  to  anoth(»r.  a-i  is  warranted;  and 

(f))  An  array  of  thosi  scu'vices  that  will  enable*  (»acli  resident  to 
develop  to  his  nuiNirunm  pot(»ntinl. 

Kacb  of  the  sul)cha^>t(*rs  in  ('ha])ter  3  thscribes  a  s[)ecific  typ(»  of 
service.  Krtcb  subchapter  describes  the  purposes  for  which  th(».servi<  e 
is  provided,  describes  tiu*  types  of  services  that  will  be  available,  ?lc- 
scribes  provisions  for  dia«:nosis  and  evaluation,  defines  qualifications 
of  education,  experience  with'tbe  ^lentall^'  n^tarded  and  oth(»r  (lev<»l()p- 
nifiitnlly  disabled,  and  |m)fessional  certifieatiou  of  the  persomicl 
supervising?  luid  providiiitc  th(^  services,  and  describt^s  the  physic.-d 
necessities  of  s(^)act\  c(p;ipment,  and  facilities  for  providing*;  (he  .serv- 
ices. The  .pecihc  services  are  as  follows; 

( 1 )  rental  Servicers,  (sees.  255  anTt  250) ; 

(2)  Kducatioiud  Scr/ices,  (see?^.  257  and  25S); 

(3)  Food  and  Nutrition  Services,  (sec.  259); 

(4)  Library  Services,  (sec.  200): 

(5)  Af(Mlicnl  Services,  (sec.  201): 
(f))  Xursin^j  Services,  '^sec.  202); 
(7)  Fliarmacy  Services,  (sec.  203); 

^S)  Physical  and  Occupatioruil  Tiierapy  Service^,  (sec.  2t)4); 

(0)  Physiological  Services,  (sec.  205); 
(10)  RrMu-eation  Services,  (sec.  200); 
Ml)  Relipjious  S(»rvices,  (sec.  207) ; 

I  12)  Social  Services,  (sec.  20S); 

(13)  Speech  Pathol()p:y  and  Audiolofr>  Services,  (sec.  2f)9); 

(14)  Vocational  Rehabilitation  Services,  and  (sec.  270);  and 

(15)  Volunteer  Services,  (sec.  271). 

Chapter  4  -  Record  ^ 

Tlio  first  subchapter  (section  272)  provides  for  the  maintenance  of 
ade(piate,rect)rds  for  each  resident.  These  records  will  be  nsed  to: 

(1)  Plan  and  evaluate  each  resident's  babilitation  program; 

(2)  Provide  a  means  of  communication  among  all  persons  con- 
tributing to  each  babilitation  program; 
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(3)  'Furnisli  ovideiice  of  the  rosideiit's  projjross  ar^  response  to 
program  ; 

(4)  Serve  as  a  basis  for  review,  sUuly,  iiiul  evaluation  of  the  overall, 
progi^^ins  provided  by  the  facility  ; 

(5)  5  Protect  the  legal  rights  of  the  resitlents,  facility,  and  stafl[^'\ 
and 

(6)  Provide  data  for  use  in  research  and  education.       ,  * 

:.All  recortls  will  be  sufficiently  detailed  to  meet  these  needs  and  ^vill  ^  . 
,  be  legible,  dated,  aiui  authenticated. 

The  secoiul  subchapter  (section  273)  lists  r>'pes  of  information  that 
will  be  included  in  the  content  of  each  re^^i(leIlt's7eco^d,  aiid^rovi(le»>  • 
that  certain  items  be  recorded  at  'time,  of  admission,  within  one  month 
after  admission,  dunng  residence,  at  the  time  of  discharge  from  the 
facility,  and  in  the  case  of  death.  .  . 

Tho  third  subchapter  (section  ^74)  describes  procedures  that  will 
be  followed  to  assure  confidentiality  of  records. 

The  fourth  .-iubchapter  (section  275)  provides  for  the  maintenaiue 
of  an  organized  central  record  ;^ervice  fui'  the  collection  and  dissemina- 
tion of  information  regarding  resitlents.^  -  , 

Subchapter  5  (section  *^6)  d^'rihes  the  types  of  statistical  records 
that  will  be  kept  by  the  resident  facilitv  and  provides  that  siatistical 
data  will  be  reported  to  appropriate  Federal  and  other  agencies  as 
requested.  ,  i        r  »w 

'   The  sixth  subchapter  (section  277)  describes  standards  for  sufn- 
^  ciently  qualified  records  personnel,  supervised  by  a  qualified  individiuil, 
and  provided  with  adctjuate  spare,  facilities,  equipment,  and  supplies. 

Chapter  o  -  Research 

This  chapter  (sections  278  through  281)  provides  standards  for  the 
encouragement  of  researc^h,  review  of  research  proposals,  cornkict  of 
research,  and  the  reporting  of  research  results.  ^  ^ 

'Chapter  6 — Sajetij  and  Sanitation 

The  first  ^juhcluipteu  (section  2S2)  describes  safety  requirements  for 
resi<lent  facilities  for  the  jnentally  retarded  and  other  developmentally 
disabled  persons.  There  is  provisioij  for  adequate  exits,  exit  doors  and 
ramps,  and  for  handrails  on  stairways.  There  nuisj  he  documentation 
of  compliunce  jwtth  State  Mid  local*  fire  safety  regulations.  Each  * 
facilitv  must  havc^  plans  and  proreilures  known  to.  and  reviewed  with,  . 
staff,  for  meeting  potential  emergencies  and  di'sasters*,.  Evacuation 
drills  will  be  held  quarterlv,  pach  facility  will  maintain  an  adequate 
active  safety  program.  All  huildings  and  facilities  will  be  designetl  aiul 
constructed  to  be  accessible  to  the  physically  handicapped  and  the 
ntmambulatory.  Paint  used  in  the  facility  will  be  le»i<l  free  and  pi'ovi- 
sion  must  be  made  for  emergency  auxiliary  sources  of  heat. 

The  subchapter  on  s^Liiitation  (sec.  2s:ij  re(tuires  each  facility  to 
.  have  documentation  on  copipliance  with  sanitation,  health,  and  en- 
vinmmental  safetv  codes  of  State  or  local  autiiorities.  It  re(iuires 
adequate  prooedures  for  the  holding,  transferring,  a^ui  disposal  of 
waste  and  garbage.  It  provi<les  for  the  availability  of  hantlwasliiug 
facilities  .and  for  the  provi^^ion  of  insect  screens  where  needed  and  for 
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adequate  janitorial  equipment  and  storage  space  in  each  unit  of  the 
facility.  % 

Chapter  T—AdministratioTt  Support  Seri^i^ea 

The  Hiaptef^  (sec.  2S4)  describes  standards  for  the  provision  of 
ade(|UH](e.  inodern  administrative  suf)p()rt  to  ni^^  the>nee(ls  of,  and 
contributor  to,  "prop^ram  services  for^^'e^identsr  and  to  fa^iiitAfc^  attain- 
ment/of tlve  2:0 als  and  objective  of  the  facility.  It  ])rovides  for  a 
qualified  administrator  to  .sui)ervise  these  s(^rvices  i^tnd  for  adequate 
•office  space,  facilities.  e(iuipment,  und*iU])])nei;.  ^  ) 

Part  I>  -  Standardx'>  f()r  Commnnity  Facilities  and  Agencies r  Prograins 
jor  Mentally  Retarded  and  Other  Person'^  with  Deretopniental  Dim- 
bilities 

Subpart  1    Tndiriilual  nupport  Jiystem 

St'Cfion  2H5  (Cane  /'atr/m^).-— Describes  the  meaning:  of  **case  find- 
ins:'*  for  the  purposes  'of  this  part  and  rejtjuires  facilities  and  Agencies 
receiv^injr  Federal  assistance  under  the. act  to  establish  written  policies 
for  such  a  program;  (Fesignate  a  staff  member  to  monitor  and  follow 
up  th(*  |)r()(:ess^  maintain  oK^idence  hi  its  case  finding  activities^  the 
ar^fts  of  identifying  persons  in  need,  locating  services,  and  assisting 
them  in  entering  the  service  (^elivexy  system;  alerting  relevant  agen- 
cies and  individuals  to  the  importance  of  early  detection  and  of  their 
role  as  case  finderv?:  coordinating  such  activities  with  those  of  relevant 
agencies  and  practitioners;  aiid  reaching  out  to  me^t  expressed  or 
unex|>re*ssed  needs  of  the  inarticukte  '  .      '  ♦ 

.Section  £S6  {Entry  into  the  Sen'>ijce  Delivery  System). — Describes 
provisions  for  entry  into  the  service  (ielivery  systenv^ncluding  a 
<Iefinition  of  the  meaning  of  the  terip'as  used  in  this  part. 

Facilities  and  agencies  receiving  assistanbo-under  the  act  shall — 

(1)  Establish  written  policies  regarding  entry  procedures,  stipulat- 
ing that  persons  are  accepted  for  such  services  withojit  regard  t(f  ethnic 
origin,  sex,  or  ability  to  pav  and  withoivt  regard  to  the  ability  of  the 
facility  or  agency  to  provicfe  direct  services; 

(2)  Obtain,  provide  or  coordinate  any  services  needed  to  Jacilitate 
<*ntry,  including  assurances  concerning  arrangement  of  hours  of  oper- 
ation to  enable  acceksibility  for  to|al  family  unit?^^  accessibility  of 
responsible  staff  members,  transpof  tatipn  and  home  visits  if  necessary, 
and  identification  of  available  sources  of  funding  for  person  and 
family:  ,  ^ 

i'i)  Servir*e,  at  pointy  of  referral,  any  followup  required  to  facilitate 
entry  into  the  .system,  and  such  facility  or  agency  shall  obtain  needed 
informatitm  to  determine  approi)riate  referrals,  may  use  recorded 
information  to  make  appropriate  referrals,  and  shall  have  policies  and 
I)n)ce(lures  defining  corj^ions  o'f  discharge  and  procedures  for  reentry 
if  jieedexi ;  and 

(4)  insure  annual  evaluation  of  the  entr}'^  procedure,  such  evalua- 
tion to  include  maintenance  of  a  log  of  requests  for  information  and 
ot-tier  matters,  the  data  from  which  log  to  be  reviewed  as  a  basis  for 
planning,  evaluating,  antl  modifying  the  role  of  the  facility  or  agency 
and  as  a  parfe  of  the  community  eoordmating  process,  that  such^data 
is  shared  with  other  agencies  for  appropriate  use  in  such  a  way  as  does 
not  reveal  the  identity  of  the  individuals. 
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Secf'ioji  2S7^  (Foliaw-AloHfj-  Serolces). — Defines  the  term  ''follow- 
along^'  as  used  in  this  part  ana  requires  tiffected  facilities  and  agenciefi 
^  to  provi(le  follow-along  services  as. needed,  educate  persons  to  seek 
sucji  services  when  needed  tg  cnlianre  tlieir  independence ; and  provid(5  * 
each  person  served  a  specific  point  of  contact  in  order  to  receive  su(;li 
services.  *  ' 

Each  facility  or  agency,  together  with  others,  shall  identify  each 
person's  follow-along  agency,  to  {)roniote  efficient  service  and  reduc(»  {j 
(hiplication  of  effort.  Tlie  person  and  his  family'must  be  informeil 
of  procedures  for  terminating  and  reentering  su<-h  a  program.  Tlie 
facility  or  agency  must  insure  that  the  follow-along  service  assists  ' 
with  transition  to  a  new  serv'ire,  as  necessarv' ;  that  the  right  to  privacy 
is  not  violated^  and  that  the  person's  status^is  recorded  at  least 
annually.  A  facility  or  agencv  pr(5viding  such  service  may  have  access 
to  appropriate  information  in  the  person's  records. 

Section  2SS  {Individual^  Program  Plan). — D(*^ines  the  individual^ 
program  plan  and'' requires' affected  facilities  and  ageneies  to  insurt>'  v 
that* each  person  has  an  IPP.  The  section  further  describes  what  tlie 
IPP  contains  and  how  it  will  be  used. 

^  Section  289  {Program  Coordination). — Defines  program  coordina- 
*  t ion' as  it  is  used^n  this  pjtrt  and  requires  that  facilities  and  a^^encies 

receiving^assistance  under  the  act  to  insure  that  each  person  .served  * 
is  a.ssigiied  a  program  coordinator  to  implement  his  IPP.  The  section  ^ 
further*  describes  the  duties  and  responsibilities  of  the  program 
coordinator.  . 

Section  290  {Protective  Services). — Requires  each  State  receiving 
>  assistance  under  the  act  to  establish  a  system  of  continuing:  legal  ami 

social  protection  to  lifonitftr  programs  and  assist  persons  in  securing 
their  rights  and  entitlements.  Each  State  is  directed  to  provide  ad^jc^ 
and  guidance  to  persons  and  to  actively'  intervene*  in  social  and  legal 
^  processes,  if  necessary. 

In  providing  the  protective  services  function,  each  State  must 
insure  that —  '  ^ 

i\)  The  protective  services  function  is  independent  of  the  direct 
services;  ^  .  ' 

(2)  The  services  programs  of  each  facility  and  agency  are  monitored 
to  assure  the  receipt  by  each  person  of  all  entitled  benefits,  services^ 

•    and  rights; 

(3)  Services  are  provided  in  congregate  living  situatmns,^  as  well  as 
to  tho^e  living  alone  or  in  families; 

(4)  Protective  intervention  is  provided  in  cases  of  abuse  or  n^^glecl ; 
'-(5}  No  right  of  a  protected  pers<i>n  may  be  abridged  without  cfue 

process:  .  ^  .    s  ^ 

(6)  There  is  provision  for  periodic  review  oT  need  to  abridge  rights, 
and  for  restoration  if  justified; 

(7)  Each  facility  and  agency  shall  participate  in  education  law 
enforcement  agencies  and  local  bar  association  concerning  retardation 
and  developmental  disabilitiei^nd  their  special  needs  and  shall  make 
resources  available  to  law  enforcement  officials  if  such  persons  are 
subject  to  arrest;  (juestioning,  or  detention; 

(8)  Each  facility  and  agency  shall  work  with  ^^cials  and  courts 
-   in  establishinoj  a  system  fhr  processing  the  develop^ientally  disabled 

offender  providing  recognition  of  diminished  responsibility  ^^nd  a 
means  of  avoiding  unneces.*<ary  or  undue  confinement;  and  •  v 
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(9)  Each  facility  and  tigeiiry  shall  instruct  etich  person  served 
concerning  the  law,  how  to  obtain  tissistance  if  nrrested,  und  shall 
provide  those  with  conminnication  problems  with  means  of 
identification. 

Section  201  (Personal  Advocacy  Sfrclce-fi). — Define  personal  'advo- 
ca(y  servi(!es  and  requires  each  facility  and  agency  proyidiiioj  such 
ser/ices  to — 

(1)    Identify  persons  needing  advocates; 
%    (2)         volunteers  as  advocates;  f 
'        ('i)  Assess  ability  of  each  of  such  advocates  to  perform  competently ; 

(4)  Provide  assistance  to  advocates,  mid  secure  such 'Jcgal  aild  pro- 
fessional services  as  ^e  needed;  * 

(5)  Me(tiate  assumption  of^a legal  role  oy  an  advocate;     -  . 

(t))  Evaluate  performance  of  the  advtK'iite  an^l  the  adequacy ,^and 
effectiveness  of  the  {xrogram  at  least  (piarterly ;  • 
S7)  Have  written  procedures  for  terminating  advocacy  service: 
(S)  vSoIicit  recommeiulations  of  advocates  and  persons  respecting 
exptinsion  or  modification- of  advocacy  services; 

(9)  Publicize  the  progrjam;  and  ,  '  .         '  ■ 

c(lO)  Prepare  and  publish  material  to  orient  and  train  advocates. 
The  »Section  further  (les^ribes  the  functions  and  responsibilities  of 
•    a  personal  advocate. 

Section  202  {Guardianship  Services). — Describes  guardianship 
services  and  requires  each  facility  and  agency  assisted  under  the  ^ict 
to—  ^ 

(1)  Assist  the  person,  family  and  court  in  determining  need  for 
guardianship; 

(2)  Assist  the  person,  famil\%  and  court  in  assuring  that  a  quahfied* 
guardian  is  available; 

U  State  law  provides  for  corporate  guardianship,  a.ssist  in 
establishing  procedures  to  eliniinate  conflict^  of  interest; 

(4)  Assist  the  guardian  in  understanding  mental  retardation  and 
other  developmental  disabilities,  and  in  fostering  increased  inde- 

.pendence  in  the  ward; 

(5)  Assist;,'guardians  t^,  become  nior,e  effective;  and 

(6)  Work  with  the  pisrson,  family,  and  court  to  insure  due  process. 
In  cases  in  which  a  guardian  is  compensated,  the  facility  or  agency' 

must  dem()nstra4re  efforts  to  insure  that  such  compensation  is  in  ao 
cordance  with  duties  performed,  rather  than  based  on  income  or  assets 
of  the  ward  and  that  no  person  is  denied  services  due  to  inade(|uate 
resources. 

The  agency  shall  assist  th-e  person  or  family,  aud  the  court  in  assur- 
ing that  procedures  are  available  for  continuation  or  rcestablishment 
of  guardianship  upon  attiainment  of  majority,  or  for  the  person  who 
otherwise  neetls  guardianship.        "  r 

Further  the  agency  shall  assist  the  person,  or  family,  and  attorney 'ill 
utilization  of  property  manag'enient  tlevices  such  as  wills  and  trusts^ 
educate  the  community  concerning  availabifity  of  such  services,  and 
if  such  services  are  not  available,  the  facility  or  establishment  shall  es- 
tablish them.  ♦ 

S^ibpart  2 — Agency  Serince  ('Omponenis 

Section  203  (P?/rpo.9f?).— Directs  the  program  Cv^ord^naior  to  assist 
in  carrying  out  the  IPP  b\'  selective  use  of  available  direct  services. 
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Each  faciliiy  and  agency  supplying  services  must  make  public  a  giate^ 
m^nt  of  the  services  it  provides^  and  must  demonstrate  a  Mdllingness  to 
ihodify  services  in  relation  to  other  services,  and  in  response  to  com- 
munity planning  processes/  , 

Eacli  agency  shall  be  evaluated  'drx  the  basis  of  ^ecific  services  it 
provides.  Eacn  of ^ the  service  components  described  in  this  subpart 
shall  be  available  within  the  service  deliv^i  y  system  of  each  State. 

Secflim  294  {InHividiuil  Assessrnent)  .-^Definek  mdiyidual  asses.>ment 
and  requires  each  facility  and  agency  receiving  assistance  unf^?r  the 

Act  to—     .        '  '     •    .      .       .  ^ 

(1)  Provide  or  procure  assessment  services,  identify  those  are^s  in 
which  it  is  c^ohipetent  to  offer  kich  services,  and  have  written  prb- 
cedures  for  referring^the  person  to  other  agencies  for  such  services  it 
does  not  provide ;        ,  '      •    '   ,  : 

(2)  I'ncliKie  in  each' individual  assessment,  in  providing  data  for 
the  TPP,  comprehensive  assessments  of  development; 

(.3)  Provide,  through  an  interdisciplinary  team,  a  comprehensive 
medical  examination  afid  Otl>er  speciahzed  assessments,  where  needed ; 

(4)  .  Insure  that  all  State  licensure,  ceHifieation,  atid  fiegistration 
laws  regulating  professional  disciplines  are  observed;    ^     .       ' , 

(5)  Assign  responsibility  for  synthesizing^interpreting,  an^titilizing 
results  ot. the  various  assessment  components  ; 

(6)  Insure  th&t  the  assessment  is  adapted  to  differing  cultural  back- 
t^jrouiids,  languages,, and  ethnic  origins; 

(7)  Insure  that  assessment  data  are  recorded  in  terms  ths^t  facilitate 
clear  communication;  " 

(8)  Insure  tha^  each  assessment  identifies  symptomatology  and 
etiologies,  where  possible,  of  problems  or  disabilities;  and 

(9)  Insure  that  the  assessment  process  identifies  all  available  alter- 
natives for  selection  of  needed  services,,  establishes  a  focus  of  respon- 
sibility for  such  services,  and  that  fhe  proc§;ss  involves  the  persQp  and 
family  and  that  they  are  advised  of  the  findings. 

A  preliminary  individual  assessment  must  be  completed  within  30 
days  of  entry,  and  reasseslnvent  must  be  pro\nded  in  significant  in^ef- 
jsziais  thereafter,  and  repo^ts  nlay  be  sent  to  other  facilities  or  agencica 
providing  services  with  written  permission.'      -  < 

Section  295  {Attention  to  Health  Ne^ds). — Pro\ndes  for  attention  to 
hearth  needs,  and  directs  each  facility  and  agency  receiving  assistance 
to —  ' 

(1)  Have  procedures  for  early  detection  and -remediation  of  special 
health  needs;  v," 

(2)  Provide  or  procure  health  assessment  for  each  person,  at  regular 
intervals,  at  least  annually ;  ^ 

(3)  Provide  for  detection,  diagnosis,  and  treatment  of  sensorimotor 
defects;       ...  ^  -  ■     .        .  . 

(4)  Provide  or  procurfe  correctiveor  prosthetic  (Jevices  as  required, 
aJ^ong  with  provision  for  reevaFuatioti  and  changes  as  needed  and  in^, 
st  ruction  to  parents  an  J  staff  in  use  and  care ;  »      '  ^  , 

(5)  Pro  viae  or  procure  home  health  services ; 

'(6)  Insure  that  special  health  needs  are  met  by  generic  cominu- 
nity  resources;  ,  \      '  . 

(7)  Provide  health  supervision.for  disabled  childrerv;  that  conforms 
to  the  latest  edition  of  American*  Academy  of  Pedi^lric  standards; 
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(8)  Provide* nutritional  services; 

(9)  Pr<.vide  services  to  develop  functional  oral  systems; 

(IC)  Have  written  policy  regarding  administration  of  medication 
used  by  persons  served  and  written  policy  specifying  medical  emer- 
genc}*  procedures; 

(11)  Insure  that  each  person  requiring  medication  receives  appro- 
prif^ti  supervision,  including  evaluation  and  monitoring  and  labora-» 
tory,  assessment ; 

(12)  Have  policies  and  procedures  for  dealing  with  infectious  and 
contagious  diseases; 

(13)  Include  in  inservice  draining  programs  last  ruction  in  handling 
of  convulsive  disorders,  to  be  given  to  all  pei^onnel  who  work  with 
affected  persons ;  and 

(14)  Make  availuble  family  .planning  and  genetic  counseling 
services. 

Any  facility  or  agency  not  providing  specialized  health  services  must 
«irefer  persons  and  families  to  appropriate  agencies  and  follow  up  such 
referrals. 

Section  296  (Attention  to  Developmental  Needs) . — Provides  for 
attention  to  developmental  needs  and  directs  that  effective  programs 
be  based  on  a  developmental  model  with  certain  specified  assumptions 
regarding  the  nature  of  development.  The  section  .describees  the  objec- 
tive of  services  in  developmental  needs.  It  further  directs  each  facility 
and  agency  to  make  available  attention  to  developmental  needs  to 
every  person  served.  Basic  objectives  of  such  a  program  are  described. 

Eacn  facility  and  agency  receiving  assistance  shall — 

(1)  Assist  in  initiating  devebpmental  program  beginning  in  infancy 
continuing  throughout  the  lif'^i^pan ; 

(2)  Insure  that  its  program  is  determined  by  individual  needs  and 
Dot  contingent  on  a^e  or  time  restrictions; 

(3)  Implement  in  each  person's  IPP  the  progressive  steps  and  goals 
to  be  attuned;  ^ 

(4)  Define  responsi^bilities  of  both  agency  and  family  as  they  affect 
attainment  of  objectives,  and  the  communication  niechanism; 

^5)  Provide  or  procure  formal  education  and  training  services  at  all 
levels; 

(6)  Insure  that  the  objectives  of  education  and  training  programs 
are  re)«tft<l  to  long-range  goals  ;>  ^ 

(7)  Insure  that  education  and  training  programs  meet  established 
State  standards  and  that  instructional  techniques,  physical  settings,- 
and  materials  are  appropriate; 

(8)  Identii^v  programs  a^d  services  available  from  otker  sources; 

(9)  Document  the  person's  participation  in  selection  of  alternatives 
relating  to  activities  of  daily  hving;  • 

(10)  Prohibit  the  u^e  of  corporal  punishment,  verbal  abu^e,  andse-  ^ 
elusion;  and 

(11)  Have  a  written  policy  defining  use  of  behavior  modification 
rirograms,  staff  members  who  may  authorize  their  use,  and  mechanism 
Jor  monitoring  and  controlling  their  use.  •  ^ 

Persons  shall  not  discipli^e  other  persons,  Except  as  part  of  an 
organized  self-govemment(  program  conducted  in  accordance  with 
written  policy. 
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Sfction  2f>7  {Sensorimotor  f)(  r-eh^pment).  "iy('iin(^<  motor  de^volop- 
inent  ami  doscribes  tlu»  typo  of  seiisonruotor  (lov('lo[)nu'iit  prognini 
each  facilitv  and  a2:oiicy  iiiiist  provitlo,  iiirludiiig  nicluMon  in  »»ach 
IPP  obje(•tivo^^  rolatin^  to  su<di  tlevolopmont,  spocilic  piojrranis 
tlir(»r'to(l  to  nonambulatory  individuals,  individiially  prescribed 
sensorimotor  developinont  activities,  direct  or  consnltinj:  services 
troin  professionally  ([ualified  persons,  and  fnncti()nal  iraej^rjiMi)n  of 
sensorimotor  tirtivities  and  therapeutic  interventions  in  otlier  pro- 
«^am^;  thtit  it  provides.  ,  .  . 

Section  298  {(^ommunicatire  f)ertlopment).  '  lMmi'^  couuuunicative 
development  and  descri[>es  the  type  of  pro^rram  cacli  fari'My  and 
agency  must  proviile  in  coninmnicative  development —inclusioiV  iu  tne 
IPP,  appropriate  training,  speciali/ed  .service  .,  opportunilicN  lor  uso 
of  fuuctionid  skilU  in  daily  living;,  and  instruction  in  the  availabdity 
and  use  of  all  forms  of  communicjitions  media.         ,  ' 

Section  2iiif  {Social  iJere'opfmnD.—Deiine:^  social  development  jind 
describes  the  tvpe  of  prop:rani  each  facility  and  agency  must  provide 
in  su-h  dev(»lo'pnient— mclusion  in  the  IPP,  d(>vclopment  of  culturally 
normative  behavior,  activitiy?^  for  interaction  outside  the  traimiiir 
pro2:ram,  projjranis  in  p-t)omin^^  and  safety,  a  program  for-  tite  famiiv 
to  encourage  independent  functioning,  and  counsel  for  person  and 
faniiiv  concerning  cmifiicts  and  how  to  handle  them. 
.r  Sfction  209A  {Ajffctive  I)ecelopment).—Dei\ny^  affective  d(»vclop- 
niont  and^^escribes  ue  type  of  program  each  facility  and  agency  must 
provide  in  this  area  of  development — inclu^^ion  in  the  IPP,  develop- 
inent  of  expression  of  af)propnate  emotional  behaviors,  ilic  pr(^p<»r 
eiivironment  conducive  to  development  of  p()sitiv<»  feedings, develop- 
ment and  enhfuicenuMit  of  seif-goncept,  a  variety  of  experiences  to 
develop  interest  and  appreciative  of  esthetics,  and  sj)eci(ic  tranung 
ol)je<-tives  for  changing  nudadaptive  behavior  into  more  adapMve 

betiavior.  •  •  •       i  i 

SMion  2nOB  {(o(jnJtirf  Jh  yfhpmnit) lyrhwo-^  cognitive  develop- 
ment and  describes  the  tvpe  of  program  each  facility  and  agency  mu-^t 
provide  in  such  developrnent --inchi>ioii  in  the  IPP.  lu'lp  for  ])arents 
in  fostering  cognitive  development,  initial  activilic>  in  devcltjpnjcnt 
ol  coirnitive  skills,  opportunilies  for  alternatives  lea<ling  to  iiulepcndent 

action.  .  •  '  i\  i 

Sf  Ction  2f)0r  'Serricfii  to  S>ipport  Kmpfo\im(nf  and  \\  0/-A-).  -  l^e>^cnncs 
required  services  to  support  employmef.t  and  work.  Each  facdity  ijtnd 

ag(»ncy  shall — 

( 1 ) 'include  work  objectives  in  each  IPP;  ^ 

Cl)  Provide  opportunities  and  alternatives  in  vocational  Irammg 

and  retraining;  .  i  i 

[W)  Integrate  work  and  employment  program  w^ith  the  conmiunity : 
<4)  Provide  materials  for  produ^'tive  work  at  the  person's  phu  ol 

residence,  when  in  his  be^t  interest; 

(o)  Provide  support  in  more  constructiv(»*use  of  leisure  tunc: 

(t)j  Maintain  contact  with  advocate,  giuirdiaii,  fan  ily  or  others  to 

evaluate  work  expectations  and  performance;       *    .      ,  , 

(7)  Maintain  documentary  evidence  of  production  level  earmng 

.    rate :  i     •       '  i 

iS)  Insure  that  persons  wlio  are  paid  for  pi'oductive  work  are  pro- 
vided otiier  appropriate  benefits;  and 
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(9.  Utilize  (lofinitivo  time  study  procpdures  and  conipetitivo  Inddiri^^ 
prii'tices. 

*fort  2201)  {Recreaf'o?}  and  L<  i.sifre) ,-  -\)oimo<,  r(»cr(':itioii  and 
describes  tN'pos  of  rocreHtion  and  leisure  activities  that  each  facility 
t:n<l  ajrenry  shall  provide — • 

(I )  Activities  tiuit  are  desiejned  to  allow  the  person  to  clioose  whetiier 
or  nat  XT)  participate  and  to  choose  the  type  of  activity  idevelop  skills 
imd  interests  lending  to  effective  use  of  leisure  time,  provide  op^)orhi- 
)iitj^»s  for  success,  expc^nences  tiiat  (l(»velop  social  interaction,  activities 
that  promote  liealtli,  and  indiviihialized  therapeutic  activities  for  al- 
leviation of  (lisal)ilities  and  prevention  of  r(»<;ression ; 

i'2)  Plaiininc^  and  orj^ani/.ation  of  recreation  programs  and  activities 
irif  ludii^^r  specific  object iv(»s  for  each  person,  based  on  his  IPP,  assess- 
meat  ^  of  abihtics  aiul  p(»rforniance  level,  to  deierinine  appropriate 
{y|»c--  of  q»creati()U  a{'tivitie^,  uj;V)upin<:  accordin^r  to  wishes  and  abil- 
ities, -fdcction  of  method  of  presentation  according  to  abilities,  com- 
rn'mi'-ation  andccoordinatiou  with  other  a^cencies  for  wider  opportu- 
niti*-- ,  participation  witii  nondisnbled  f)ersons,  and  parent  and  fafiiily 
cdr'-ution  c()uc(*niiu(r  leisure  time  activities; 

(:-»  Recnviiion  activiti(»s  to  persons  s{»rved  by  other  agencies,  and  to 
otlirr>^  not  served  by  aiiy  direct  progrum,  through  daytime  activities; 

it.  When  generi{'  connnunity  pn)grams  are  not  available  to  the 
disabled,  initiate  action  to  make  such  programs  available; 

(5)  Insure  that  re{'rean(m  programs  are  avaihible  to  severe] v  and 
nmltipit*  disiibled  persons;  and 

it)]  Keep  the  population  tluit  it  serves  informed  of  all  recreation 
opportunities 

S  rffon  (Famib/  fielafed .Semce^^). — Defines  family  related 

services  and  directs  that  all  services  provided  t{)  peisons  must  include 
cou-i  lerati^n  and  involvement  of  liis  famiiy,  an{l  the  spp{'ial  needs  of 
the  family  must  be  rec{isriiiz(*d.  Family  ni(»mbers  mu>t  be  recognl/ed. 
FaurHy  members  must  b(»  assisted  in  muhustaudiug  the  impact  of  dis- 
abitiry  and  the  p(»rson  and  their  relationships  witii  ium,  and  to  mobilize 
their  strengths  in  copuig  with  th(»  disabilit\'.  Instnu-tion  in  facilitating 
dcvelopmeut  of  the  person,  includirig  training  in  manag(»meiit  tech- 
ni{iu(»s,  ?^li;ili  be  provided. 

Sf.flon  2i  iiF  (Ifome  Trainln*)  .SVrricf.v),  -  Defmes  h()iue  training 
>(»rvit     Hiid  provides  that  each  facility  and  agency  shall— 

{]h  Provi{le  hf)me  training  servicers  tiirough  a  home  trMiru'r  who 
ileyelop  N\ith  the  family  a  proi:ram  that  is  a  component  of  the 
IPl*  !ii(l  is  carried  out  in  the  h{>uie;  instriu't  the  family  how  to  carry 
out  the  |)rogram;  j)rovid(»  for  family  use  of  specialized  niuterials.  ])ro- 
vidr  information  of  developmental  di.-abilities  and  developmental  ])at- 
U'vix.  d(»velop  methods  '4'  assessing  assets,  liabilities,  i'ud  levej  of  jxu*- 
fornuince;  assist  j)er<{)n  and  family  in  inc{)rf)orating  various  therapies 
iutf)  the  daily  regime*  coordinate  the  ])(usou'>  activities  ^\itll  services 
<lcl>c'refl  by  otiiers;  demonstrate  special  procedures;  lielj)  adapt  lu)me 
ecpii-.nyTii.;  help  the  family  make  or  identify  resource-  for  oi)taiuiiig 
s))e.  i/ij/od  equipnu'ut ;  a-^^ist  with  s])ecial  clothing  adaptations;  and 
pr(»vi«h»  continuing  support  and  assistanee; 

rJ;  Coordinate  its  cffo!'ts  with  otlu»r  agenci(»s  and  services  involved 
with  the  person  and  family  and  if  luune  training  services  are  not  avail- 
able the  facility  or  agency  shall  niitiate  them. 
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Section  229G  {Ilomemaker  .SVrr?<:f.v)- -Defines  honieinakor  services 
and  directs  each  facility  and  ao;encv  to  insure  that  - 

(1)  Honiemakcr  services  shall  be  available  \vhen.,nee(led : 

(2)  The  hoineniakors  shall  teach  ai)i)ropriate  techniques  of  home 
management ; 

(3)  .The  '  -eriraker's  special  skills  shall  be  sufficient  to  meet  a 
variety  of .      .v  emert;encies,  includinp:  relief  in  a  crisis; 

(4)  'Evahuviion  of  the  family's  needs  are  to  be  made  [)rior  to  place- 
ment of  a  homemaker,  and  shall  continue  after  such  placement; 

(5)  The  homemaker  shall  be  apprised  of  the  family  situation  prior 
to  entering  the  home; 

(6)  The  homemaker  shall  be  prepared  to  assist  with  the  tram- 
ing  program  of  the  person,  so  that  he  may  remain  in  the  home;  and 

(7)  If  homemaker  services  are  not  available,  the  agency  shall 
initiate  them.  .   i  -i 

Section  2fn)Il  (Resirite  Cti/r).-, Defines  respite  care  and  describes 
the  type  of  respiten-are  i)rogram  each  facility  and  agency  shall  pro- 
vide—day and  night  reH])ite  care  service;  identification  of  other 
agencies 'that  provide  such  care;  written  jdan  for  retirement,  selec- 
tion, training,  and  evaluation  of  ])ersons  providing  such  care;  moni- 
toring of  such  services  to  insure  continuity  with  normal  living  pat- 
terns; and  initiation  of  such  services  when  not  available. 

Section  2^91  (Sitter  Sernces}.—DetmQ<.  sitter  services  and  describes 
the  tvpe  of  sitter  services  program  each  facility  and  agency  must 
provide — sitter  services  nvailable  on  hourly  or  weekly  schedules;  writ- 
ten plan  for  recruitment,  selection,  trnining,  and  evaluation  of  sit- 
ters; insurance  that  sitter  personnel  have  specialized  trauiing  and  ex- 
perience in  the  management  of  disabled  persons;  if  the  agency  does 
not  provide  sitter  services,  identify  sources  that  do;  and  it  sitter 
services  are  not  available,  initiation  of  them. 

Section  2D9J  [Family  Education  S(rvicei^).~~Do^nv^  family  edu- 
cation services  and  directs  each  facility  and  agency  to — 

(!)  Provide  family  education  opportunities  on  a  regularly  sched- 
uled basis  and  as  family  needs  arise;  ■  ^ 

(2)  Insure  that  family  members  have  the  opportunity  to  observe  the 
person  in  a  service  setting;  ^  i  r  -r 

(3)  Insure  that  planned  conferences  between  stafT  and  families  are 
held  on  a  regidar  basis; 

^4)  Provide  parent-to-parent  counrcliiig  for  newly  ideutihed 
parents  and  in  times  of  ciisis; 

(5)  Conduct  group  meeting  for  siblings  of  the  disabled: 

(6)  Maintain  a  resource  library  available  for  use  by  the  family  on 
the  broad  subject  of  mental  retardation  and  otl:\er  development  dis- 
abilides;  and 

(7)  Have  a  planned  program  for  mobilizing  and  utilizing  parent 
leadership  skills. 

Section  299K  (Attention  to  Needs  Jor  Mobility) .—Dohne^  mobilitv 
and  attention  to  needs  for  mobility  and  requires  each  facility  and 
agencv  to —  •    i_  i 

(l)*^ Provide  services  to  increase  mobility  of  disabled  persons  as- 
snecified  in  their  individtial  plans; 

"  (2)  Promote  maximum  safety  in  the  use  of  all  mobility  devices  an<l 
procedures,  including  inspection  at  least  quarterly  of  all  equipment; 
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(3)  Actively  strive  to  eliininato  architectural  barriers,  modify 
equipment  and  facilities,  insuring  the  use  of  elevators  where  indicated, 
and  the  accessibility  of  restrooms,  water  fountains,  and  other  facil- 
ities; 

(4)  Shall  make  driver  education  available  to  those  who  are  capable 
of  leai-ning  to  drive; 

(5)  Promote  or  help  establish  ^neric  community  transportation 
services  usable  by  disabled  person^;  • 

(6)  Assist  persons  in  securing  transportation  enabling  them  to  have 
access  to  needed  programs  and  services,  including  transportation  after 
hours  and  on  weekends; 

(7)  Insure  that  the  transportation  system  is  licensed  and  inspected, 
that  drivers  are  trained  and  licensed,  that  it  is  adequately  insured, 
and  is  adapt<»d  to  the  special  needs  of  the  persons;  and 

(8)  Compile  data  concerning  pet^ons  denied  or  excluded  from 
services  because  of  their  unique  mobility  needs. 

Su b part  3 — Community  Organization 

Sfction  290L  (Purpose). — Directs'^the  service  deliver}^  system  to  be 
so  organized  that  each  person  has  services  available  at  time  of  need, 
'and  in  close  proximity  to  his  home,  with  one  agency  or  facilit}'^  resppn- 
sible  for  implementing  a  systematic  method  of  collecting  data  useful 
for  planning  and  coordinating  activities,  and  making  avayable  to 
other  facilities  and  agencies  current  information  on  the  resources 
available  in  the  community  for  serving  mentally  retarded  and  other 
developmentally  disabled  persons. 

Section  299y)  (Resource  Infonnation  and  Data  Documentation  Serv- 
ices).— Directs  the  agency  identified  in  sec.  i299L  to  establish  a  resource 
information  service  to  coftipile  and  disseminate  current  and  complete 
listing  of  all  appropriate  resourc^^s,  referral  procedures,  and  other 
pertinent  information,  and  a  data  documentation  service  tp  collect 
and  disseminate  data  t^at  is  useful  for  planning  and  coordinating 
activities. 

A  single  agency  witliin  each  community  shall  provide  a  centralized 
resource  information  and  data  documentation  service. 

Each  coinmunit^v'  whose  facilities  and  agencies  receive  assistance 
imder  the  act  shall— 

(1)  Maintain  a  resource  information  service  which  will  be  an  easily 
identifiable  point  of  contact  for  professionals  and  agencies  seeking 
assistance,  and  which  shall—have  directories  of  local  resources  and 
regional  and  State  agencies  and  facilities;  have  standing  procedures 
for  handling  information  concerning  resources  and  services;  have 
written  policies  on  standank  for  Services  to  whii'U  referrals  are  made; 
have  followup^;  oil*  refeTrals;  analyze  referral  reports;  disseminate 
information  about  activities;  work  with  other  agencies  and  faciKties  to 
improve  resource  information  ami  refenal  services;  make  materials 
available  for  in.service  training  and  community  education;  an<l  provide 
consultation  services  to  support  community  organization  activities; 

(2)  Maintain  a  data documentation  serviee  to  coordinate  its  activi- 
ties with  those  of  other  such  agencies,  to  minimize  duphcation  of 
effort  and  encourage  the  use  of  standardized  reporting  systems  and 
whi('h  shall—collect  data  at  least  yearly  from  all  agencies  and  facilities 
in  the  system;  provide  consultation  to  local  agencies  in  |,he  design 
of  reporting  systems;  disseminate  data  for  (^ommunit}'  education  and 
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social  action  pro<rranis;  roLnilarly  catogoiw  the  ivasons  that  persons 
ui*^  ivjected  for  service;  and  report  this  infonnatioii  to  phuiiiino-  nmi 
(•oor(iiiiatin<r  bodies  a>.  a  nieaiir,  of  .sthmihitin^r  pio^^rain  inoddKatiou 
and  deveh)pui«Mit  ; 

(3;  Work  with  other  a^^encies  in  the  system  to  di»volop  a  (  (Mitnunun 
of  service-,  to  meet  all  the  needs  of  the  disabled:  and 

(A)  Participate  in  a  regiilur  review  of  the  service  delivery  system 
inchidin«^  an  analysis  of— de^gn  of  system  and  a^^encv  approach  to> 
problem'solving;  point  efforts  to  resolve  problems  m  providm^'*^ei'vi./e< ; 
need  for  integration  of  ongoing  proo;ranis  ^^^thin  the  systeni,  idenuiu  a- 
tion  and  resolution  of  confhi  tiiiK  policies  and  praclices.  identihcation 
and  resolution  of  unnecessary  dupUcation  or  uneven  distnlnitiot)  ot 
services;  need  for  simplification  and  combination  of  administrative, 
opernti(mah  and  funding  procedures;  coordination  of  data  colhrUou. 
and  u.e  of  data  to  studv  characteristics  and  needs  of  the  community; 
and  (le velo[)meiU  of  standards  for  personnel  selection  and  perfonnance;; 
and  for  proixnim  evaluation.  .  i 

^Section  2UiiS  {C(wr(lmation)—T>efix\e9,  eoordination  and  roiiunes 
each  facility  and  agencv  to  carry  out  certain  coordination  activities — 
a  wntten  statement  clearlv  defining  its  role  and  function  within  the 
service  deliver}'  system;  a'directory  of  all  other  resources  within  the 
svstem  ;  cooperative  agreements  with  other  components  of  the  system ; 
and  procedures  for  coordination  with  other  components  of  the  system. 

Section  2990  (Agency  Advocacy) .—D^fin^^  agency  advocac}-  and 
requires  each  facilitv  and  agency  to  carry  out  certain  agency  advocacy 
activities— participating  where  appropriate  wnth  a  coalition  of  other 
agencies  in  developing  a  plan  for  agency  advocacy:  ideiitifying  prob- 
lems, methods  for  resolvihg  them,  and  strategies  for  resolving  legal 
or  legislative  problems;  making  its  findings  and  recommendations 
known  to  the  puWic  and  appropriate  governmental  bodies:  and 
encouraging  and  demonstrating  the  participation  of  persons  served, 
their  families,  and  their  advocates.  ,   r     ,         ^     ^  a 

Section  209F  (Community  Education  and  Inrolvemenfh—Uihnei^ 
comnnmity  education  and  involvement  and  requires  each  facility  and 
agencv  to — 

(1)  ('onduct  ongoing  community  education  programs; 
.  (2)  Establish  a  point  for  collectiTng  and  disseminating  information, 
with  procedures  for  dissemination  during  a  crisis; 

(.3)  Participate  in  community  awareness  of  the  causes  of  mental 
retardation  and  other  developmental  disabilities; 

(4)  Educate  general  public  about  available  community  programs 
and  unmet  needs;  •    ^  .  '    ^        r      i  • 

(5)  Educate  the  commumtv  by  a  variety  of  techniques; 

(6)  Identifv,  and  conduct  information  sessions  for  special  audiences; 

(7)  Conduct  educational  .sessions  for  public  and  private  officials  on 
the  advantages  of  normalized  living  arrangements  for  disabled  per- 
sons, to  promote  zoning  ordinances  and  Hcensing  standards  that  pro- 
mote normalization ;  and  / 

(8)  Promote  community  involvement  by  a  variety  of  methods. 
Section  299Q  (Prevention).— Dednesi  prevention  and  requires  each 

facilitv  and  agency  to —  . 

(l)'^Maintain  current  information  concerning  avadable  preventive- 
services  ; 


ERLC 


594 


588 


71 


(2)  Insure  that  pn'voiitive  services  are  readily  accessible,  re<?ar(l- 
less  of  ability  to  pay  ; 

'  (3)  Make  provisions  for  ])r<)vi(liiitj  or  [>rocuriiiu  preventive*  service- 
for  all  conditions  known  to  entail  risk; 

(4)  Have  ])rovisions  for  ongoing  (jhild  health  proormrns; 

(0)  Insure  tli»t  highly  specialized  preventive  services  are  avail- 
able, at  least  on  a  regional  basis; 

(♦))  Insure  that  services  are  offered  to  those  unaware  of  their  prob- 
lems, or  unaecustoined  to  asking  for  help; 

(7)  Include  current  inforiivation  (concerning  prevention  in  oricMita- 
tion  and  inservice  training  programs  for  stafi'; 

(5)  Partici|):ite  with  a  coalition'  of  other  agencies  in  iin[)lementing 
community  wide  ])reventive  activities; 

(9)  Provide  op|)ortunities  for  >'oung  people  and  purent-s  to  learn 
about  child  development  and  rearing; 

(10)  Undertake  preventive  activities  in  environmental  areas; 

(11)  Undertake  biomedical  ])reventive  activities;  and 

(12)  Undertake  special  ])reventive  services  including  geneti<' 
screening  and  (Counseling  and  accident  prevention  and  safety  |)rpgrjims. 

Section  20!JR  (Manpower  Development). — Defines 'manpower  <lc- 
velo|)ment  and  requires  each  facility  and  ac;encv  to  cooperate  with 
other  agencies  to  assure  availability  of  a(le(iuate  present  and  future 
su])ply  of  qualified  personnel  through  such  activities  as: 

(1)  Working  rehxtionships  between  agencies  and  nearby"  colleges 
and  universities  to  make  courses,  seminars,  and  workshops  available 
to  staff;  make  agency  resources  available  for  training  and  research; 
permit  exchange  of  staff  between  agencies  and  colleges  or  universities 
for  teaching,  research,  and  consultation;  allow  students  to  visit  and 
observe  agency  programs,  and  to  partici[)ate  in  field  ])lacem(mt  super- 
vised by  agency  staff; 

(2)  Working  relationships  with  other  nearby  man])0wer  training 
centers  to  |)r()vi(ie  follow-up  and  feedback  regarding  effectiveness  of 
])rograms,  identify  new  mani)ower  training  needs,  and  evaluate  man- 
power training  |)rograms  yearly;  and 

Pftrtici|)ating  in  training  programs  conducted  by  university 
affiliated  facilities,  where  available. 

Section  20l)S  (Volunteer  Services).— Defines  volunteer  services  and 
re(4uire.s  each  agency  and  facility  to — 

(1)  Use  volunteers  to  support  and  suf)plement  paid  staff  activitie^^;. 

(2)  Follow  established  jwlicnes  concerning  use  of  volunteers; 

(3)  Insure  that  volunteer  participatr(^n  is  o|>eii  to  all; 

(4)  Insure  that  volunteer  participation  complies  with  all  State  and 
Federal  laws;  * 

(5)  Insure  that  such  services  are  available  to  all* 

(6)  Designate  a  staff  member  to  be  responsible  Tor  conducting  the 
volunteer  services  program; 

(7)  Maintain  accurate  records  concerning  such  services;  and 

(8)  Provide  a  volunteer  services  advisory  committee. 

Subpart  4 — Program  Emluation 
Section  290T  (Program  Eixdnation) . — Defines  program  evaluation 
and  i'eq'.^res  each  agency  or  agency  to — 

(1)  Have  a  written  statement  of  its  goals  and  objectives; 
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(2)  Evaluate  its  performance  against  stated  goals  and  objectives 
periodicalJv,  and  at  letiM  annually; 

(3)  Provide  for  staff,  persons,  and  family  involvement  in  the  evalu- 
ation process; 

(4)  Measure  effectiveness  of  programs  and  services  in  terms-  of 
progress  of  persons  served; 

(5)  Have  procedures  for  monitoring  of  the  person's  progress  toward 
objectives  in  his  IPP;  '  .  .  ; 

(6)  Provide  for  review  and  modification  of  objectives,  poHcies,  and 
practices  in  the  evaluation  process; 

(7)  WTiere  cooperative  efforts  among  agencies  exist,  provide  that 
services  are  evaluated  cooperatively; 

(S)  Have  evidence  of  cooperative  efforts  with  other  agencies  to 
develop  a  continuum  of  services  to  meet  all  needs; 

(9)  Insure  that  the  number  of  persons  served  is  consistent  with 
needs  for  service; 

(10)  Insure  that  appropriate  alternative  and  options  exist  to  meet 
varied  needs;  and  '  • 

(11)  Provide'  funding  sources  with  evidence  of  accomplishments 
and  shortcomings. 

Subpart  o — Research  and  Research  Uiiiization 
Section  2-0f)U'  (Research  and  Ltilkatlon). — Defines  research  and 
research  utilization  and  requires  each  agency  and  facility  to- 
ll) Indicate  in  its  stattuient  of  purposes  whether  it  will  engage  in 
research  activities; 

(2)  Provide  written  policy  concerning  purpose  and  conduct  of  all 
research; 

(3)  Consult  staff  members  regarding  development  of  research  efforts 
and  make  available  resources  and  other  assistance  and  insure  that  liai- 
son is  provi<led  with  each  project  conducted  by  outside  investigators; 

(4)  Establish  an  interdisciplinary  research  committee  to  review  all 
proposed  studies;  *  . 

(5)  Establish  a  human  rights  committee  to  assure  the  protection  of 
rights  and  welfare  of  subjects  and  to  insure  that  informed  consent  is 
obtained; 

(6;  Provide  adequate  procedures  for  obtaining  informed  consent; 
(7)  Insure  that  wriiteu  or  oral  agreement  by  the  subject  includes 
uo  exculpaiory  language  to  waive  legal  rights  or  release  the  agency 
from  liability ;  •      i  •  i 

(S)  Insure  that  the  indivhiiial  conducting  researrn  mvolvmg  human 
subjects  is  nffiliatod  >^nth  or  sponsored  by  an  agemy  that  shares 
responsibility  for  protectic:;  of  the  sul^jectSr;  e 

(9)  Provide  t^uideliues  to  deal  with  emergencies; 

(10)  Insure  that  investigators  and  others  invoh  ed  in  research 
adhere  to  ethical  standards  and  obtain  or  ha^'e  acct^ss  to  record  of 
informed  consent; 

(11)  Insure  that  the  principal  investigator  of  each  i\  »^pleted  project 
conuuuuicntes  with  staff  the  purpose,  nature,  outcom'^,  and  possible 
implications  of  the  research  and  that  outside  research<^^  have  some 

.    obligations  relative  to  staff  information  and  feedback  as  do  agency 

(12)  Insure  that  copies  of  research  reports  shall  be  raamtamed  m 
the  agency  and  that  the  agency  assists  in  disseminating  results  of 
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researoh  to  other  units  of  the  Heliverv  system,  assuring  anonymity  of 
persons  and  parents;  ^  , 

(13)  Have  a  mechanism  to  review  findinsrs  external  to  the  agency, 
and  to  hnplement  such  findings  to  improve  (luality  of  services  pro- 
vided ;  and  r 

vl4)  Cooperate  with  research  and  research  training  programs 
conducted  by  colleges,  universities,  and  reseiirch  agencies,  or  by  other 
qualified  investigators.  ^ 

Subpart  G—Records 

Section  299V  (Records). — Defines  record  and  sthtes  that  the  estab- 
lishment and  maintenance  of  a  functional  records  system  shall  be  an 
essential  activity  of  each  community  service  program,  such  records  to 
document  services  provided,  actioa  taken,  contacts  with  those  rejected 
for  service  or  referred  to  other  agencies,  and  to  be  available  to  pa,rents 
and  persons  served  on  demand  and  to  record  only  objective  data 
observable  behaviors. 

Each  facility  and  agency  shall— 

{\)  Insure  that  an  adequate  record  is  malntaine'd  for  each  person; 

(2)  Insure  that  all  pertinent  information  is  incorporated  in  the 
.  record  in  sufficient  detail  and  clarity  ;  '  ^ 

(3)  Assist  the  family  in  documenting  its  role  in  implementing  the 
IPP;  ^ 

(4>"  Insure  that  the  record  shall  be  available  to  the  family  and  the 
person  on  demand; 

(5)  Insure  that  certain  specified  information  is  obtained  and 
entered  in  the  person's  record  at  time  of  entrv'  to  the  program; 

(6)  Insure  that  \^Tthin  3  months  "  initial  contact,  other  specified 
data  arc  entered  in  the  person's  reco" 

(7)  Insure  that  record  entEies  during*  the  period  of  service  shall 
include  certain  specified  information; 

(8)  Insure  that  the  discharge  summary  shall  be  entered  in  the 
record  within  7  days  after  termination  of  services,  to  include  certain 
specified  information; 

(9)  Insure  that  all  information  contained  in  the  record,  including 
that  contained  in  an  automated  data  bank,  shall  be  priviljeged  and 
c^mfidential,  including  certain  specified  assurances; 

(10)  Maintain  an  organized  record  system  for  collection  and  dis- 
serniuation  of  information  regarding  persons  served,  to  be  compatible 
with  an  existing  community  or  State  system  ; 

(11)  Insure  that  statistical  information  includes  at  least  certain 
specified  types  of  statistical  data;  and 

(12)  Insure  that  data  is  reported  to  appropriate  community.  State, 
and  Federal  agencies  as  required. 

Subpart  7 — Administration 
Section  299W  (Pkihsonhy,  Policies,  and  Practices), — Defines  adminis* 
t ration  and  requires  eacn  agency  or  facility  to — 

(1)  Have  £l  written  statement  of  philosophy  stipulating  mission, 
purpose,  and  role,  such  statement  to  be  distributed  to  stafT  and  avail- 
able iO  others; 

(2)  Insure  that  the  ultimate  aim  of  the  agency  is  to  foster  behaviors 
'    maxi milling  human  quality,  increase  c(vmplexity  of  behavior,  and  en- 
hance ubilitv  to  cope  with  the  environment,  and  in  so  doing  to  utilize 

Er|c  X  5l97. 


591 


74 


normalization  and  the  least  restrictive  alternatives  consistent  with 
needs  and  objectives;  .  . 

Facilitate  integration'  by  niukinp:  generic  services  accessible 
when  appropriate;  i  n  i  i 

(4)  Insure  that  the  agency  and  its  service. dchvery  unit  sliali  be  lo- 
cat<*d  within,  and  be  accessible  to,  the  population"served ; 

(5)  Regulate  services  and  resources  to  .those  of  other  agencies  in  its 
community;. 

(5)  Have  a  written  statement  of  policies  and  procedures  concerning^ 
the  rights  of  the  consumer  population  that  contains  certain  specified* 
requirements;  ^  . 

(7)  Have  a  written  statement  of  policies  and  procedures  to  protect 
the  financial  interests  of  its  consumer  population; 

(S)  Have  evidence  that  views  and  opinions  of  the  person  on  matters 
concerning  him  are  elicited  and  considered  unless  he  is  unable  to  com- 
municate; 1  -J     r  • 

(9)  Have  a  wtliting  list  policy  and  procedure  that  provides  for  in- 
terim services  and  assisted  referral  ser\-iccs; 

•    (10)  Require  that  services  pro\nded  by  other  agencies  meet  stand- 

'    ards  for  quahty;  .  i      -.i    *  i 

(11)  Insure  that  residential  services  provided  comply  with  stancl- 

ards  under  this  title;  . 

(12)  Have  documentary  evidence  of  its  source  of  operating  author- 
ity; 

(13)  Insure  that  the  goveruin?;  body  shall  exercise  general  direction 
and  establish  policies  concerning  operation  of  the  agency  and  welfare 
of  the  persons  served;  .  ,    i      .  • 

(14)  Insure  that  the  governing  body  establislies  a  job  description 
for  the  chief  executive  otticer  position,  including  appropriate  qualifica- 

^^^{15}  Insure  that  a  chief  executive  officer  so  qualified  is  employed  and 
delei^ates  to  him  authority  and  responsibility  for  management  of  the 
affairs  of  the'  agency  in  accordance  with. established  policy; 

(16)  Provide  for  meaningful  and  extensive  consumer  and  public 
participation  in  development  of  agency  policies,  through  certain  spec- 
ified means;  .  i  •  ,  i 

(17)  Be  administered  and  operated  in  accordance  with  sound  man- 
-figement  principles;  ,  ,  ^i.  j 

(18)  Have  a  policies  an4  procedures  manual  describing  methods, 
forms,  {^rocesse?,  and  sequences  of  events  utilized  to  achieve  objectives 
and  goals;  ^  u 

(19)  Have  copies  of  laws,  rules,  and  regulations  relevant  to  its 

^    functions;  ,    .      '  ^ 

(20)  Have  implemejated  a  pl'^m  for  a  Ccntinumg  management  audit; 

(21)  Have  a  written  plan  for  improving  quality  of  staff  and  services 
reflecting  staff  responsibilities  in  establishing  and  maintaining  stand- 
ards  for  services* 

(22)  Provide  for  effective  staff  and  consumer  pal-ticipation  and 
communication  in  certain  specified  ways; , 

(23)  Have  a  sufficient  number  of  qualified  and  trained  personnel  to 
conduct  programs  in  accordance  with  standards  in  this  title; 

(24)  Provide  space,  equipment^  and  environment  that  is  appropri- 
ate and  adequate  for  conducting  its  program; 
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(25)  Insure  thiit  funds  aro  budgeted  luid  spent  in  aeoordance  with 
bud f2:e ting  principles  and  procedures,  iis  specified; 

(2())  Insure  tliat  those  acting  on  the  agency's  budg(»t  recpiest.s  hiiv(» 
knowledge  of  operjitions  and  needs,  ()l)tained  by  visitation  and  ob- 
^erva'.ion; 

(27)  Insure  a  full  annual  audit  of  fiscal  activities; 
i2S)  insure  that  fiscal  reports  aro  prei)ared  and  conrimunicated 
annually; 

(29)  Insure  that  there  an*  written  purchasing  pohcies; 
(HO)  llai'ft  adequate  insurance  coverage; 

CM)  Provide  that  rlmrg(»s  for  service  have  a  written  sehechile  of  ^ 
rates  and  charge  policies  available  to  all;  *  - 

•  (o2)  Insure  that  fund  raising  activities  comply  with  laws  and  ethical 
practic(»s: 

CO  Insure  that  adequate  service-^  U)r  personnel  administration  shall 
be  provided  by  ai)propriate  means 

<'>4)  Provide*  a  statement  of  personnel  policies  and  practices  that 
contains  certain  s|)ecified  insurancjes; 

M;}5)  Deveh)p  with  each  consultant  and  staff  member  a  performance 
description  of  a>sign(»d  dutie>>'to  include  c(U'tain  specifieci  types  of  iu- 
fornuition;    -  ,  ^ 

(^JG)  Pro^de  a  written  statenlent  of  the  agency's  policies  and  pro- 
cedures for  handling  cases  of  licglectQanct  abn.^e; 

(:;7)  Staff  si*  dl  hv  sufficient  .so  that  the  agency  is  not  dependent  on 
consumer  poi)u!  ^tion  or  volunte<*rs.  'i'here  shall  be  u  written  ])olicy  pro- 
te<'ting  persons  t.  -:^*  (exploitation  when  engaged  in' training  and  pro- 
':!uctivv>  work,  and  p.^rsons  who  function  as  staff  shall  be  treate(barul 
paid  as  stafV; 

(^JS)  InsuK*  that  a  staff  development  program  is  provided  inolu<l- 
itig  certain  s{)ecilied  orit^iitation  and  training  programs; 

i']9)  Insur(»  the  provision  for  staff  to  improve  their  competenci(»s 
by  certain  specified  o|)portunities; 

(40)  If  tlu*  agency  pnnides  food  s(>rvic(s,  provide  a  written  state- 
ment of  goals,  policies,  and  procedures  that  contain  certain  %iiecified 
types  of  information  ;  .  . 

(41)  Persons  with  sjx'cial  eating  disabilities  are  provided  with 
diagnosis  renu'diation  of  their  probl(»ms;^/ 

1 42)  Provide  when  food  services  are  not  directed  by  a  nutritionist 
'of  di(»f  itian,  that  regidar  consultation  with  one  of»these  is  documented; 
(4*.^)  Provide  for  posting  and  filin'g  of  the  daily  menu; 

(44)  In^-iu'e  that  recpiirements  of  tlu*  National  Fire  Protection  As- 
sociation I^ife  Safety  Code^ shall  be  nu*t,  with  specific  references  to 

^  certain  specified  provisions; 

(45)  Insure  that  records  docimient  compliance  with  sanitation,  . 
health,  and  environ  me  ntol  safety  codes  of  the  State  or  local  authority 
with  primary  jurisdiction  are  met; 

(4f))  Have  evi(h'nce  that  it  is  aware  of  the  provisions  of  OSIIA  of 
^1970; 

(47)  Insure  that  insurance  cciupany  written  inspection  reports  and 
records  are  kept  on  file ; 

(48)  Have  a  written  staff  organization  plan  and  written  procedures 
for  hieeting  potential  emergencies  and  disasters ; 

(49)  Insure  that  adequate  evacuation  drills  are  held; 
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(50)  Insure  that  all  buildings  and  outdoor  recreation  facilities'  con- 
structed afte*-  December  31,  1974,  are  accessible  to,  and  usable  by,  the 
nonambulatoiy,  and  meet  all  specification:^  for  making  buildings  ac- 
cessible to  the  physically  handicapped ;  and 

(51)  Use  lead  free  paint  and  remove  or  cover  old  paint  and  plaster 
containing  lead. 

Tabulation  of  Votes  in  Committee 

Pursuant  to  section  133(b)  of  the  Legislative  Reorganization  Act  of 
3946,  as  amended,  the  following  is  a  tabulation  of  rollcall  votes  in  Coin-  " 
mi t tee :  S.  3373  was  unanimously  ordered  favorably  rejiorted  by  roll- 
(jall  vote,  .  '  <? 

Cost  Estimate  Puhsuant  to^  Section  252  of  ^he  Legislative 
Reorganization  Act  of  1970 

III  accordance  with  section  252  (a)  of  the  Legislative  Reorgenizaifbn 
Act  of  1970  (P.L.  ^1-510);  the  Committee  estimates  that  if  all  funds 
authorized  were  appropriated  during  fiscal  year  19Y5  and  the  succeed- 
ing fiscal  y«ars,  the  five-year  costs  occasioned  by  S.  462,  as  reported, 
would  be  as  follows :  ^ 

AUTHORIZATION  OF  APPROPRIATIONS,  S.  462 
^  Fiscal  year— 


1975  1976  1977  1978  1979 


TkTtE  I 

Pt.A: 

Renovation  and  ccn^truction   6,500,000  6,500,000  6.500,000  6,500,000  6,SQO,000 

Damonstration,  training,  and  opar- 

ationaljrants   25,000,000  £5,000,000  25,000,000  25,000,000  25.000,000 

Pt.B:  - 

Plannlni,  provision  of  nrvlces  and  " 

construction  and  oparatlon  of 

facilities   50,000f000  S5, 000.000     95.000,000  100,000,000  llO.OOO.OOd 

National  council   100,000  100,000  100,000  100,000  100,000 

Evaluation   1,000.000  1.000.000   ,  

Special  projects  ^.   17.500,000  20.000,000  22,500,000  25,000.000  27^500,000 


TITLE  II 


National  council   <«>)  0')  (*') 

Assistance  to  SUtcs   •  (")  0>) 

Evaluation....  ;   1.000,000  1,000,000   


Total   101,100,000    138,600,000    149,100,000    156,600,000  169,100,00 

1  Such  sums.  ,        '  » 

>  Standard  estimat*  of  amount  needed  by  advisory  councils  is  $100,000  per  fiscal  year. 

>  The  committee  estimates  that  in  the  first  fiscal  year  $1 ,000,000  for  technical  assistance  to  the  States,  and  such  sums  as 
may  become  necessary  to  assist  the  States  in  fiscal  years  thereafter. 

Note:  5<yr  total  of  authorizations:  1714,500.000. 

Changes  in  Existing  Law 

In  compliance  with  paragraph  4  of  thcTule  XXIX  of  the  Standing 
Rules  of  the  Senate,  changes  in  existing  law  made  by  the  bill,  as 
reported,  are  shown  as  follows  (existing  law  proposed  to  be  omitted 
is  enclosed  in  black  brackets,  new  matter  is  printed  in  italic,  existing 
law\in  which  no  change  is  proposed  is  shown  in  roman) : 
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Mental  Retardation'  Facilities  a\i>  ( 'OMMUMty  Health  Centers 
CoxsTRUc^ioN  Act  of  1963,  as  A\fiiiN*i>Ei> 

^, 

TITLE  T— ANO  FACILITIES  FOR  THE  MEN'- 
/TALLY^  RETARf)ED  AXD  PERSONS  WITH  OTHER 
DEVELOPMENTAL  DISABILITIES 

SHORT  TITLE 
r 

I 

Sec.  100.  This  title  may  be  cited  as  the  "Developmental  Disabilities 
Services  and  Facilities  Construction  Act". 

*  *  *  *  ^  ^  *  *  ♦ 

£PaRT  B  C6NSTRt'rTI0N>X)EM0NSTR.\TI0N',  AND  TUAININ'G  GrANT5? 

FOR     L^NIVERSlTy-AFFtLI.VTED     FaCILITIE>5     FOR     PeRSOXS  WiTH 

Developmental  Disahilities 

[authorization  pF  APPROPRIATIONS 

[Sec,  12 L  (a)  For  the  p.urposo  of  assistinojan  the  construction 
(avid,  the  planning  for  the  construction)  of  facilities  which  will  aid  in 
<lemonstrating  provision  of  specialized  services  for  the  diagnosis  and 
treatment,  liriucation,  training,  or  care  of  persons,  with  deveLppmental 
disabilities  or  in  the  interdisciplinary  training  of  physicians  and  other 
specialize(l  personnel  needed  for  research,  diagnosis  and  t  feat  men  ^, 
education,  ti'aining,  or  care  of  persons  with  developmental  disabilities, 
including  research  incidental  or  related  to  any  of  the  foregoing  activi- 
ties, there  are  authoriz^^d  to  be  appropriated  $5,000,000  for  the  fiscal 
vear  ending  June  30,  19G4.  $7,500,000  or  the  fiscal  year  ending  June  30, 
'l9G5,  $10,000,000  each  for  the  fiscal  year  ending  June  30,  19CS,  the 
fi'.cal  year  ending  June  30,  1967,  and  the  fiscal  year  ending  June  30, 
196S,  and  $20,000,000  for  each  of  the  next  five  fiscal  years  through  the 
fiscal  year  ending  June  30,  1973.  Except  as  provided  in  subsection  (b), 
the  sums  so  appropriated  shall  be  \tsea  for  project  grants  for  construe-^ 
ti(m  of  public  and  other  nonprofit  facilities  for  persons  with  develop- 
mental disabilities  vjhich  are  associated  with  a  college  or  university. 

[(^}  (1)  Of  the  sums  appropriated  pursuant  to  subsection  (a)  for 
any  fiscal  year,  beginning  \^nth  the  fiscal  year  ending  June  30,  1908,  an 
amount  etjual  to  2  per  centum  thereof  (or  smaller  amounts  as  th^  Sec- 
retary may  determine  to  be  appropriate)  shall  be  available  to  the  Sec- 
rotary  for  the  {)urpose  of  making  grants  to  cover  not  to  exceed  75  per 
centum  of  the  costs  of  the  planning  of  projects  with  resi)ect  to  (he. con- 
st ruction  of  which  applications  for  grants  may  be  made  under  this 
part.  Not  more  than  $25,000  shall  be  granted  under  this  subsection 
with  respect  to  any  project. 

[(2)  Planning  grants  under  thi^  subsection-  shall  be  made  by  the 
Secretary  to  such  applicants  and  upon  such  terms  and  conditions  a.s 
he  shall  by  regulation  proscribe.  Payjrtent  of  grants  under  this  sub- 
section shall  be  made  in  ndvanco  or  by  t1ie  wa\'  of  reimbursement,  as 
the  Secretary  may  determine, 

[(3)  Whenever,  in  the  succeeding  f)rovisions  of  this  part,  thr  term 
**gi'ant*',  **grants",  or  '*fun(K'*  is  employed,  such  term  shaH  be  deemed 
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not  to  include  any  grant  under  this  subsection  or  any  of  the  funds  of. 
any.  such  grant.  / 

/^DEMONSTRATION  AND  TRAINING  GRANTS 

.  [Sec.  122".  '(a)  Tor  the  purposes  of  assisting  institutions  of  higher 
education  to  contribute  more  effectively  to  the  solution  of  complex 
health,  education,  and  social  problems  of  childreu  and  adults  sufferiijg 
from  developmental  disabilities,  the  Secretary  niay,  in  accordance  with 
the  provisions  of  this  part,  make  grants  to  cover  costs  of  fidmini stor- 
ing and  operating  demons t rati  >n  facilities  and  interdisciplinary  train- 
ing programs  for  perso6nel  needed  to  render  specialized  services  to 
persons  with  developmental  disabilities,  including  established  disci- 
plines as  well  a^  ne*w  kinds  of  training  to  meet  cntical  shortnges  in  the 
care  of  persons  with  developmental  disabilities. 

[(b)  For  the  purpose  of  making  giants  under  this  section*  there  are 
authorized  to  be  ap])roprii\ted  $15,0j00,000  for  the  fiscal  year  eiuiing 
June  30,  1971;  $17,000,00afor  the  fiscal  year  ending  June  30, 1972; 
and  $20,000,000  for  the  fiscal  yetir  ending  June  3,  1973. 

[applications 

'  [Sec.  123^  (a)  Applications  for  grants  under  this  part  with  respect 
til  the  construction  of  any  facility  may  be  approved  by  the  Secretary 
oiify  if  the  application  contains  or  is  supported  b}'  reasonable- assur- 
ances that —  ^  ' 

[(1)  the  facility ^will  be  associated,  to  the  extent  pre^criUed  in 
regulations  of  the  Secretary,  with  a  college  or  university  hospital 
(including  affilirfled  hospitals),  or  with  such  other  part  oi.ii  col- 
lege or  university  as  the  Secretary  may  find  appropriate  in  the 
light  of  the  purposes  of  this  part; 

[(2)  the  plans  and  specifications  nre  in  accord  with  regulations 
prescribed  by  the  Secretary  under  section  139(d); 

[(3)  title  ro  the  site  for  the  project  is  or  will  be  vested  in  one  or 
more  of  the^agencios  or  institutions  filing  the  application  or  in  a 
public  or  other  nonprofit  agency  or  institution  which  is  to  operate 
the  facility; 

.  [(4)  adequate  finan'^ial  support  will  be  available  for  construc- 
tion of  the  project  and  for  its  maintenance  and  operation  when 
completed;  and 

[(5)  all  laborers  and  mechanics  emploved  by  contractors  or  sub- 
contractors in  the  perfoi-mance  of  wo^ik  on  construction  of  the 
project  will  be  paid  wa^es  at  rates  not  less  than  those  prevailing 
on  similar  construction  in  the  locality  as  determined  by  the  Sec- 
retary of  Labor  in  accordance  with  the  Davis-Bacon  Act,  as 
amended  (40  U.S.C.  276a— 276a-5) ;  and  the  Secretary  of  Labor 
shall  have  with  respect  to  the  labor  standards  specified  in  this  par- 
C\  agraph  the  authority  and  functions  set  forth  in  Reorganization 
Plan  Numbered  14  of  1950  (15  F.R.  3176;  5  U.S.C.  133z-15)  and 
section  2  of  the  Act  of  June  13,  1934,  as  amended  (40  U.S.C.  276c}. 
[(b)  Applications  for  demonstration  and  training  grants  undeF  this 
part  may  be  approved  by  the  Secretary  only  if  the  applicant  is  a  col- 
lege or  university  operating  a  facility  of  the  type  described  in  section 
121,  or' is  a  public  or  nonprofit  private  agency  or  organization  oper- 
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ating  sych  a  facility;  In  *considoriixg  applications  for  such  grants,  the 
Secretary  shall  ^ve  priority  to  any  application  wliioh  shows  that  the 
applicant  has  made  arrangements,  in  accordance  with  regulations  of 
the  Secretary,  for  a  junior  college  to  participate  in  the  programs  for 
which  the  application  is  made.  ^ 

[amount  of  grants;  payments 

[S'iic.  124.  (a;  The  fo£al  of  the  grants  with  respect  to  any  project 
under  this  part  may  not  exceed  75  per  centum  of  the  necessary  cost 
thereof  as  determined  by  the  Secretary. 

[(b)  Payments  of  grants  uti-^er  this  part  shall  be  made  in  advance 
or  by-way  of  reimbursemei)  ,  mil  on  such  conditions  as  the  Secretary 
may  determine. 

[recovery 

[Sec.  125.  Tf  any  facility  with  respect  to  which  construction  funds 
have  been  paid  under  this  part  shall,  at  any  time  within  twenty  years 
after  the  completion  of  construction —  : 

.,[(1)  be  sold  or  transferred  to  any  pei-son,  agency,  or  organi- 
zation which  is  not  qualified  to  file  uu  application  under  thi^. 
part,  or 

[{2)  cease  to  be  a  public  or  other  nonprofit  facility  for  persons 
with  developmental  disabilities,  unless  tlie  Secretary  determines, 
in  accordance  with  regulations,  4jhat  there  is  good  cause  for  re- 
leasing the  applicant  or  other  owner  from  tl)»j  obligation  to  con- 
tinue such  facility  as  a  public  or  other  nonprofit  facility  for  per- 
ilous with  developmental  disabilities, 
the  United  States  >shall  be  entitled  to  recover  from  either  the  trans- 
feror or  the  transferee  (or,  in  the  <iase  of  a  facility  which  has  ceased 
to  be  a  public  or  other  nonprofit  facility  for  persons  with  developmen- 
tal disabilities,  from  the  owners  thereof)  an  o'tUMp;:  bearing  the  same 
ratio  to  the  then  value  (ns  determined  by  the  agreement  of  the  parties 
or  by  action  brought  in  the  district  court  of  the  United  States  for  the 
district  in  which  the  facility  is  situated)  of  so  much  of  the  facility  as 
constituted  an  approved  project  or  projects,  as  the  amount  of  th*^ 
Federal  participation  bore  to  the  cost  of  the  canstruciion  of  ^iucli 
project  or  projects. 

[nondupucation  of  grants 

[Sec.  126.  No  grant  may  be  made  after  January  1,  1964,  under  any 
provi.^on  of  the  Public  Health  Service  Act,  for  any  of  the  fiscal  years 
m  the  period  beginning  July  1,  *1 963,  and  ending  June  30,  1970,  for 
r»nn>:t ruction  of  any  facility  fo4*  persons  with  developmental  disabili- 
Lies  described  in  this  part  unlesi>  the  Spcreturv  determines  that  funds 
are  not  available  under  this  part  to  make  a  grant  for  the  construction 
of  such  facility. 

[makn'tenaxce  of  effort 

[Sec.  127.  Applications  for  giants  under  this  part  may  be  approved 
by-  the  Secretary  only  if  the  applfcation  contains  or  is  supported  by 
reasonable  assurances  that  the  grants  \v\\\  not  result  in  any  (lecrease 
in  the  level  of  State,  local.,  and  other  non-Federal  funds  for  services 
for  persons  with  developtnental  disabilities  and  training  of  persons 
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to  provide  such  services  which  would  (except  for  such  grrnt)  be  avail- 
able to  the  applicant,  but  that  such  Gjranfcs  will  be  used  to  uipplement, 
and,  to  the  extent  practicable,  to  increase  the  level  of  :,uch  funds. 

[Part  C — Grants  for  Planning,  Provision  of  Services,  and  Con- 
struction AND  Operation  of  Facilities  for  Persons  With  De- 
.  velopmental  Disabilities 

[declaration  of  purpose 

[Sec.  130.  The  purpose  of  this  part  is  to  authorize — 

[(a)  ^ants  to  assist  the  several  States  in  developing  and  im- 
plementing a  comprehensive  and  continuing  plan  for  meeting  the 
current  and  future  needs  for  services  to  persons  vath  develop- 
mental disabilities ; 

[(b)  grants  to  assist  public  or  nonprofit  private  agencies  in  the 
constni<:tioii  of  facilities  for  tbe  provision  of  services  to  persons 
with  developmental  disabilities,  including  facilities  for  any  of  the 
purposes  stated  in  this  section; 

[(c)  grants  for  provision  of  services  to  persons  with  develop- 
mental disabilities,  including  costs  of  operation,  staffing,  and 
maintenance^  of  faciUl!?s  for  persons  with  developmental 
disabilities; 

[(d)  grants  for  State  or  local  plaaAing,  admiiustratiom  or  ^^^^ 
technical  assistance  relating  to  services  and  facilities  for  per9misy<\. 
with  developmental  disabilities;  ' 

[(e)  grants  for  training  of  specialized  personnel  needed  for  the 
provision  of  services  for  persons  \nth  developmental  disabilities, 
or  research  related  thereto;  and 

[(f)  grants  for  developing  or  demonstrating  new  or  improved 
techniques  for  the  provisions  of  services  for  persons  with  develop- 
mental disabilities. 

[authoriz.ition  of  appropriations 

*  [Sec.  131:  tn  order  to  make  the  grants  to  carry  out  the  purposes  of 
section  130,  there  are  authorized  to  be  appropriated  $60,000,000  for 
the  fiscal  vear  ending  June  30,  1971,  $105,000,000  for  the  fiscal  year 
ending  June  30,  1972,  and  $130,000,000  for  the  fiscal  year  ending 
June  30,  1973. 

[state  allotments 

[Sec.  132.  (a)(1)  From  the  sums  appropriated  to  carry  out  the 
purposes  of  section  130  for  each  fiscal  year,  other  than  tvmounts  re- 
served by  the  Secretary  for  projects  under  subsection  (e),  the  several 
States  shall  be  entitled  to  allotments  determined,  in  accordance  with 
regulations,  on  the  basis  of  (A)  the  population,  (B)  the  extent  of 
ne*»d  for  services  and  facilities  for  persons  with  developmental  disabili- 
ties, and  (C)  the  financial  need,  of  the  respective  States;  except  that 
the  allotment  of  any  State  (other  than  the  Virgin  Islands,  American 
Samoa,  Guam,  and  the  Trust  Territory  of  the  Pacific  Islands)  for  any 
such  fiscal  year  shall  not  be  less  than  $100,000  plus,  if  such  fiscal  year 
is  later  than  the  fiscal  year  endin|  June  30,  1971,  and  if  the  sums  so  ♦ 
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Appropriated  for  ^wth  fiscal  year  exceed  the  amount  authorized  to  be 
appropriated  to  carry  out  such  jnirposes  for  the  fecal  year  endincr 
June  30,  1971,  an  amount  which  bears  the  same  ratio  to  $100,000  as 
the  difference  between  the  amount  so  ap])ropriated  and  the  amount  au- 
thorized to  be  appropriated  for  the  fiscal  year  ending  June  30,  1971, 
bears  to  the  amount  authorized  to  be  appropriated  for  the  fiscal  year 
endinp^  June  30,  1971. 

1(2)  In  determining,  for  purposes  of  paragraph  (1),  the  extent  of 
need  in  any  State  for  services  and  facilities  for  persons  with  develop- 
mental disabiUti^,  the  Secretary  shall  take  into  account  the  scope  and 
extent  of  the  services  specified,  pursuant  to  section  134(b)(5),  in  the 
State  plan  of  si>^'  State  approved  under  this  part. 

[(3)  Sums  al.  ed  to  a  State  for  a  fiscal  year  and  designated  by  it 
for  construction  kjkI  remaining  unobligated  at  the  end  of  such  year 
shall  remain  available  to  such  State  for  sitch  purpose  for  the  next  fiscal 
vear  (and  for  such  year  only),  in  addition  to  the  sums  allotted  to  such 
State  for  such  next  fiscal  year:  Provided,  That  if  the  maximum  amount 
which  may  be  specified, pursuant  to  section  134(b) fl5)  for  a  year  plus 
any  part  of  the  amount  so  specified  pursuant  thereto  for  the  preceding 
fiscal  year  and  remaining  unobligated  at  the  end  thereof  is  not  suflScient 
to  pay  the  Federal  share  of  the  cost  of  constniction  of  a  specific  facility 
included  in  the  construction  program  of  the  State  developed  pursuant 
to  Section  134(b) (13),  the  amount  specified  pursuant  to  such  section 
for  such  preceding  year  shall  remain  available  for  a  second  additional 
year  for  the  purpose  of  paying  the  Federal  sha^*^  •'^f  the  cost  of  con- 
struction of  such  facility. 

[(b)  Whenever  the  State  plan  approved  in  accordance  with  section 
134  provides  for  participation  of  more  than  one  State  agency  in  admm- 
istenng  or  supervising  the  administration  of  designated  portions  of 
the  State  plan,  the  State  may  apportion  its  allotment  among  such 
agencies  in  a  manner  which,  to  the  satisfaction  of  the  Secretary,  is 
reasonably  related  to  the  responsibilities  assigned  to  such  agencies  in 
carry  ing  out  the  purposes  of  this  part.  Funds  so  apportioned  to  State 
agencies  ma}'  be  combined  with  other  State  or  Federal  funds  authorized 
to  be  spent  for  other  purposes,  provided  the  purposes  of  this  part? 
will  receive  proportionate  benefit  from  the  combination. 

[(c)  Whenever  the  State  plan  approved  in  accordance  wnth  section 
134  provides  for  cooperative  or  joint  effprt  between  States  or  between 
or  among  agencies,  public  or  private,  in  more  thsn  one  State,  povtmns 
of  funds  allotted  to  one  or  more  such  cooperating  States  may  be 
combined  in  accordance  with  the  agreements  between  the  agencies 
involved. 

[(d)  The  amount  of  an  allotment  to  a  State  for  a  fiscal  year  which 
the  Secretary  Jetermines  will  not  be  required  by  the  State  during 
the  period  for  which  it  is  available  for  the  purpose  for  which  allotted 
sliali  be  available  for  reallotment  bv  the  Secretary  from  time  to  time, 
on  such  date  or  dates  as  he  may  fix.  to  other  States  with  respect  to 
which  such  a  determination  has  not  beeif%iade,  in  proportion  to  the 
original  allotments  of  such  States  for  such  fiscal  year,  but  with  such 
proportionate  amount  for  any  of  such  other  States  being  reduced  to 
the  extent  it  exceeds  the  sum  the  Secretaiy  estimates  such  State 
needs  ind  will  be  able  to  use  during  such  period;  and  the  total  of  such 
reductions  <-liall  be  similarly  reallotted  among  the  States  whose 
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proportionate  amounts  were  not  so  reduced.  Any  amount  so  reallotted 
to  a  State  for  a  fiscal  year  shall  be  deemed  to  be  a  part  of  its  allotment 
un(ler  subsection  (a)  for  such  fiscal  year. 

[(e)  Of  the  sums  appropriated  pursuant  to  section  131,  such 
amount  as  the  Secretary  may  determine,  but  not  more  than  10 
per  centum  thereof,  shall  be  available  for  grants  by  the  Secretary  to 
public  or  nonprofit  private  agencies  to  pay  up  to  90  per  centum  of. 
the  cost  of  projects  for  carrying  out  the  purposes  of  section  130  which 
in  his  judgment  are  of  special  national  significance  because  they  will 
assist  in  meeting  the  needs  of  the  disadvantaged  with  developmental 
disabilities,  or  will  demonstrate  new  or  improved  techniques  for  pro- 
vision of  services  for  such  persons,  or  are  otherwise  specially  significant 
for  carrying  out  the  purposes  of  this  title.  > 

NATIONAL  ADVISORY  COUXCIL  OX  SERVICES  AND  FACILITIES  FOR  THE 
DEVELOP.MENTALLY  DISABLED 

[Sec.  133.  (a)(1)  Effective  July  1;  19?1,  there  is  hereby  established 
a  National  Advisory  Council  on  Services  and  Facilities  for  the  DeveU 
opmentaJly  Disabled  (hereinafter  referred  to  as  the  'Council'),  which 
shaii  consist  of  twenty  members,  not  otherwise  in  the  regular  full-time 
employ  of  the  United  States,  to  be  appointed  by  the  Secrelarj^ 
without  regard  to  the  provisions  of  title  5,  United  Stiates  Code, 
governing  appointments  in  the  competitive  civil  service. 

[(2)  The  Secretary'  shall  from  time  to  time  designate  one  of  the 
members  of  the  Council  to  serve  as  Chairman  thereof. 

[(3)  The  members  of  the  Council  shall  be  selected  from  leaders  m 
the  fields  of  service  to  the  mentally  retarded  and  other  persons  with 
developmental  disabilities,  including  leaders  in  State  or  local  govern- 
ment, in  institutions  of  higher  education,  and  in  organizations  repre- 
senting consumers  of  such  services.  At  least  five  members  shall  be 
representative  of  State  or  local  public  or  nonprofit  private  agencies 
responsible  for  services  to  persons  with  developmental  disabilities, 
and  at  least  five  shall  be  representative  of  the  interests  of  consumers 
of  such  services. 

[(b)  Each  member  of  the  Council  shall  hold  for  a  term  of  four  vears, 
except  that  any  member  appointed  to  fill  a  vacancy  occurring  prior  to 
the  expiration  of  the  term  for  which  his  predecessor  was  appomted 
shall  be  appointed  for  the  remainder  of  su€n  term,  and  except  that,  of 
the  twenty  members  first  appointed,  five  shall  hold  office  for  a  term 
of  four  years,  five  shall  hold  office  for  a  term  of  three  years,  five  shall 
hold  office  for  a  term  of  two  years,  and  five  shall  hold  office  for  a  term 
of  one  vear,  as  designated  by  the  Secretary  at  the  time  of  appointment. 

[(c)''lt  shAll  be  the  duty  and  function  of  the  Council  to  <1)  advise 
the  Secretary  with  respect  to  any  regulations  promulgated  or  proposed 
to  be  promulgated  by  him  in  the  implementation  of  this  title,  and  (2) 
study  and  evaluate  programs  authorized  by  this  title  with  a  view  of 
determining  their  e0ectiveness  in  carrying  out  the  purposes  for  which 
they  were  establishecj . 

[(d)  The  Counciliis  authorized  to  engage  such  technical  assistance 
as  may  be  required  (o  rari-y  out  its  functions,  and  the  Secretary  shall, 
in  addition,  make  available  to  the  Council  such  secretarial,,  clerical, 
and  other  assistance  and  such  statistical  and  other  nerti-><^nt  data 
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prepared  by  or  avtiilable  to  tho  Department  of  Health,  Education,  and 
WeJlfkre  as  it  may  require  to  carry  out  such  functions. 

[(e)  Members  of  the  Council,  while  attending  meetings  or  confer- 
ences thereof  or  otherwise  serving  on  the  business  of  the  Council,  shall 
be  entitled  to  receive  compensation  at  rates  fixed  by  the  Secretary,  but  • 
at  rates  not  exceeding  the  daily  equivalent  of  the  rate  provided  for 
GS-18  of  the  General  Schedule  for  each  day  of  such  service  (including 
travel  time),  and,  while  so  serving  away  from  their  homes  or  regular 
piace:>  of  business,  they  may  be  allowed  travel  expenses,  including  per  • 
diem  in  lieu  of  subsisteruie,  as  authorized  by  section  5703  of  title  5, 
United  States  Code,  for  persons  in  the  Government  sernce  employed 
intermittently. 

[state  plans 

[Sec.  134.  (a)  Any  State  desiiing  t^'  take  advantage  of  this  i)art 

niiist  have  €^  State  plan  submitted  to  and  a|)proved  by  the  Secretary 

under  this  section. 

[(b)  In  order  to  be  approved  by  the  Secretary'  under  this  section, 

a  State  plan  for  the  ])ro\'ision  of  services  and  facilities  for  i)ersons 

Nvith  developmental  disabilities  must — 

[(1)  designate  (A)  h  State  planning  advisory  council,  to  be 
responsible  for  submitting  rensions  of  the  State  ])lan  and  trans- 
mitting such  reports  as  may  be  required  by  the  Secretary;  (B) 
except  as  provided  in  clause  (C),  the  State  agency  or  agencies 
whiph  shall  administer  or  sui)ervise  the  administration  of  the 
State  plan  ami,  if  there  is  more  than  one  such  agency,  the  portion 
of  such  plan  \vJiich  each  will  administer  (or  the  portion  the  ad- 
niinist ration  of  which  each  will  su])ernse) ;  and  (C)  a  single  Stale 
agency  as  the  sole  agency  for  administering  or  supervising  the 
administratioaiOf  grants  for  construction  under  the  State  plan, 
except  that  during  fiscal  year  1971,  the  Secretary  may  waive,  in 
whole  or  in  'part,  the  recpiirements  of  this  paragraph; 

[(2)  descnhe  (A)  the  quality  extent,  aod  scope  of  services 
being  proyided^or  to  be  provicled.  to  ])ersons  with  developmental 
disabilities  imder  such  other  State  plans  for  Federally  assisted 
State  programs  as  may  be  specified  by  the  Secretary,  but  in  any 
case  including  education  for  the  handicapped,  vocational  re- 
habilitation, public  assistance,  medical  assistanc'e,  social  services, 
maternal  and  child  health,  crippled  ^'hildren's  services,  and  com- 
prehensive health  and  mental  health  plans,  and  (F;)  how  fundhr^ 
allotted  to  the  State  in  accordance  with  section  1'j2  will  he  \\/od 
to  complement  and  augment  rather  than  duplicate  or  re])lace 
services  and  facilities  for  ])ersons  with  dc^'clopmental  disabilities 
which  are  eligible  for  Federal  assistauce  under  such  other  State 
pro£:raras; 

[(•^)  ^ct  forth  policies  and  procedures  for  the  ex])enditure  of 
ftmds  under  the  plan.  wSich,  in  the  judgment  of  the  Secretary 
are  designed  to  assure  effective  continuing  Sttite  ])lanning»  evalu- 
ation, and  delivery  of  services  (botli  {»uhlic  and  private)  for 
persons  with  developmental  disabilities; 

[(4)  contain  or  be  su])])orte(l  by  assurances  sausfactory  to 
the  Secretary  that  fA)  the  funds  paid  to  the  State  under  this 
l)art  will  be  u.-.e(l  to  make  a  significant  contribution  toward 
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strensftheuiiig  s(M- vices  for  imrsons  with  developmental  disabilities 
in  the  various  political  subdivisions  of  the  State  hi  order  to 
unprove  the  quality,  scope,  and  extent  of  such  services;  (B)  part 
of  such  funds  will  be  made  available  to  other  public  or  non])rofit 
private" ajjencies,  institutions,  and  organizations;  (C)*such  funds 
will  be  used  to  sup|)lement  and,  to  the  extent  practicable,  to 
increase  the  level  of  funds  that  would  otherwise  be  made  available 
for  the  ])urposes  for  which  the  Federal  funds  are  provided  and 
not  to  supplant  such  non-Federal  funds;  and  (D)  there  will  be 
reasonable  State  financial  participation  in  the  cost  of  carrying 
out  the  State  plan; 

[(5)  (A)  provide  for  the  furnishing  of  services  and  facilities 
for  persons  with  developmental  disabilities  associated  with  mental 
retardation,  (B)  specify  the  other  categories  of  developmental 
disabilities  (approved  bv  the  Secretary)  which  will  be  included 
in  the  State  plan,  and  (C)  describe  the  quahty,  extent,  and  scope 
of  such  services  as  will  be  provided  to  eligible  persons; 

[(6)  provide  that  services  and  facilities  furnished  under  the 
plan  for  persons  with  developmental  disabilities  will  be  in  accord- 
ance with  standards  prescribed  by  regulations,  including  stand- 
ards as  to  the  scope  and  quality  of  such  services, and  the  mainte- 
nance and  operation  of  such  facilities,  except  that  during  fiscal 
year  1971,  the  Secretary  may  waive,  in  whole  or  in  part,  the 
reouirements  of  this  paragraph; 

[(7)  provide  such  methods  of  administration,  including  meth- 
ods relating  to  the  establishment  and  maintenance  of  personnel 
standards  on  a  merit  basis  (except  that  the  Secretary  shall  exercise 
no  authority  with  respect  to  the  '^election,  tenure  of  office,  and 
compensation  of  any  individual  employed  in  accordance  with 
such  methods),  as  are  found  by  the  Secretary  to  be  necessary  for 
the  proper  and  efficient  operation  of  the  plan; 

[(8)  provide  that  the  State  planning  and  advisory  council 
shall  be  adequately  staffed,  and  shall  include  representatives  of 
each  of  the  principal  State  agencies  and  representatives  of  local 
agencies  and  nongovernmental  organizations  and  groups  con- 
cerned with  services  for  persons  with  developmental  disabilities: 
Provided f  That  at  least  one-third  of  the  membership  of  such 
council  shall  consist  of  representatives  of  consumers  of  such 
services;  -  - 

[(9)  provide  that  the  State  planning  and  advisory  council  will 
from  time  fo  time,  but  not  less  often  than  annually,  review  and 
evaluate  its  State  plan  approved  under  this  section  and  submit 
appropriate  modifications  to  the  Secretary. 

[(10)  provide  that  the  State  agencies  designated  pursuant  to 
paragraph  (1)  will  make  such  reports,  in  such  form  and  contai 
ing  such  information,  as  the  Secretary  may  from  time  to  time 
reasonably  require,  and  will  keep  such  records  and  afford  such 
access  thereto  as  the  Secretary  finds  necessary  to  assure  the  cor- 
rectness and  verification  of  such  reports; 

[(11)  provide  that  special  financial  and  technical  assistance 
shall  be  given  to  areas  of  urban  or  rural  poverty  in  providing 
services  and  facilities  for  persons  with  developmental  disabili- 
ties who  are  residents  of  such  areas; 
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[(12)  describe  the  methods  to  be  used  to,assess  the  effectiveness 
and  a(;f  omplishments  of  th^  State  in  meeting  the  needs  of  persons 
with  developmental  disabilities  in  the  State  ; 

[(13)  provide  for  the  development  of  a  program  of  construc- 
tion of  facilities  for.  the  provision  of  services  for  persons  with 
developmental  disabilities  which  (A)  is  based  on  a  statewide 
inventory  of  existing  facilities  and  survey  of  need;  and  (B)  meets 
the  requirements  prescribed  by  the  Secretary  for  furnishing 
» needed  services  to  persons  unable  to  pay  therefor; 

[(14)'  set  forth  the  relative  need,  determined  in  accordance  - 
with  regulations  prescribed  by  the  Secretary-,  for  the  sev^\ral 
projects  included  in  the  cons  true  tio^i  program  referred,  to  in  para- 
^aph  (13)^  and  assign  priority  to  the  consflruction  of  projects, 
msofar  as  financial  resources  available  therefor  and  for  mainte- 
nance and  operation  make  possible,  in  the  order  of  such  relative 
need; 

[(15)  specify  the  per  centum  of  the  State's  allotment  (under 
^      section  132)  for  any  year  which  is  to  be  devoted  to  construction- 
of  facilities,  which  per  centum  shall  be  not  more  than  50  per 
centum  of  the  State's  allotment  or  such  lesser  per  centum  as  the 
Secretary  may  from  time  to  tim^  prescribe ; 

[(16)  provide  for  affording  to  every  applicant  for  a  construc- 
tion project  an  opportunitv  for  hearing  before  the  State  agency; 

\((17)  provide  for  such  fiscal  control  and  fund  accounting  pro- 
cedures as  may  be  necessary  to  assure  the  proper  disbursement 
of  and  accounting  for  funds  paid  to  the  State  under  this  part; 
'  and 

[(18)  contain  such  additional  information  and  assurances  as 
the  Secretary  may  find  necessary  to  carry  out  the  provisions  and 
purposes  of  this  part. 
[(c)  The  SecretarA^  shall  approve  any  State  plan  and  anv  modi- 
fication thereof  which  complies  \nth  the  provisions  of  subsection  (b). 
The  "Secretary  shall  not  finally  disapprove  a  State  plan  except  aft^r 
reasonable  notice  and  opportunity  for  a  hearing  to  the  State. 

[approval  of  projects  for  construction 

[Sec.  135.  (a)  For  each  project  for  construction  pursuant  to  a  State 
plan  approved  under  this  part,  there  shall  be  submitted  to  the  Secre- 
tary-, tnrough  the  State  agency  designated  pursuant  to  section  134(b) 
(1)(C),  an  application  by  the  State  or  a  political  subdivision  thereof 
or  by  a  public  or  nonprofit  private  agency.  If  two  or  more  agencies 
join  in  the  construction  of  the  project,  the  application  may  be  wed  by 
one  or  more  of  such  agencies.  Such  application  shall  cct  forth — 

[(1)  a  description  of  the  site  for  such  project; 
*  [(2)  plans  and  specifications  thereof,  in  accordance  with  regu- 

lations prescribed  by  the  Secretary; 

[(3)  reasonable  assurance  that  title  to  such  site  is  or  will  be 
vested  in  one  or  more  of  the  agencies  filing  the  application  or  in 
a  public  or  nonprofit  private  agency  which  is  to  operate  the 
facility;  • 

[(4)  reasonable  assurance  that  adequate  financial  support  win 
be  available  for  the  construction  of  the  project  L..id  for  its  main- 
tenance and  operation  when  completed; 
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[(5)  reasonable  assurance  that  dl  iaborers  and  mec^ics  em- 
ployed by  contractors  or  subcontractors  in  the  perfohnance  of 
work  on  construction  oi  the  project  will  be  paid  wages^.t  rates 
not  less  than  those  prevailing  on  similar  construction  in  the 
locality  as  determined  by  the  Secretary  of  Labor  m  accordanco 
^th  the  Davis-Bacon  Act,  as  amended  (^0  U.S.C.  276a— 276a^5) ; 
and  the  Secretary  of  Labor  shall  have  with  respect  to  the  labor 
standards  specified  in  this  paragraph  the  authority  and  func- 
tiou»  set  forth  in  Reorganization  Plan  Numbered  14  of  1950  (15 
F.R.  3176;  5  U.S.C.  133z-15)  and  section.2  of  the  Act  of  June  13, 
1934,  as  amended  <40  U.S.C.  276c) ;  and       ,  ,        ^     ,  ^ 

[(6)  a  certification  by  the  State  agency  of  the  Federal  share 

for  the  project.  •*  '  ic  * 

[(b)  Th6  Secretary  shall  approve  such  application  if  sutticient 
funds  to  pay  the  Federal  share  of  the  cost  of  construction  of  such 
project  are  available  from  the  allotment  to  the  State,  and  if  the  Secre- 
tary finds  (1)  that  the  application  contains  such  reasonable  assur- 
ances as  to  title,  finwicial  support,  and  payment  of  prevailing  rates 
of  wages  and  overtime  pay,  (2)  that  the  plans  8^nd  specihcations  are 
in  accord  with  regulations  prescribed  by  the  Secretary,  (S)  that  thS 
applicatiuu  is  in  conformity  with  the  State  plan  approved  under  this 
part  and  (4)  that  the  application  has  been  approved  and  recom- 
mended by  che  State  agency  and  is  entitled  to  priority  over  other  proj- 
ects within  the  Stat«  in  accordance  with  the  state's  plan  for  persons 
'  with  developmental  disabilities  and  in  accordance  with,  regulations 
prescribed  by  the  Secretary.  .,^10      ^  u 

[(c)  No  application  shall  be  disapproved  until  the  Secretary  Has 
afforded  the  State  agency  an  opportunity  for  a  heannff.         ,  .    ,  , 

[(d)  Amendment  of  any  approved  application  shall  be  subject  to 
approval  in  the  same  manner  as  the  original  apphcation. 

[withholding  op  payments  for  construction 

[Sec.  136.  Whenever  the  Secretary,  after  reasonable  notice  and  op- 
portunity for  hearing  to  the  State  planning  and  advisory  council 
designated  pursuant  to  section  134(b)(1)(A)  and  the  State  agency 
designated  pursuant  to  section  134(b)(1)(C)  finds— 

[(a)  that  the  State  agency  is  not  complying  substantially  with 
the  pjiovdsions  required  by  section  134(b)  to  be  included  m  the 
StBte  plan,  or  with  regulations  of  the  Secretary;  - 

[(b)  that  any  assurance  required  to  be  given  m  an  aj>plication 
filed  under  season  135  is  not  being  or  cannot  be  earned  out; 

[(c)  that  there  is  a  substantial  failure  to  carry  out  plans  and 
specifications  related  to  construction  approved  by  the  Secretary 
under  section  135^  or  ' 

[(d)  that  adequate  funds  are  not  being  provided  annually  for 
the  direct  administration  of  the  State  plan, 
the  Secretary  may  forthwith  notify  such  State  council  and  agency 

^^^^    [(e)  no  further  payments  wiii  be  made  to  the  State  for  con- 
struction from  allotments  under  this  part;  or 

[(f)  no  further  payments  will  be  made  from  allotments  under 
this  part  for  any  project  or  projects  designated  by  the  Secretary 
as  bemg  affected  by  the  action  or  inaction  referred  to  m  paragraph 
(a),  (b),  (c),  or  (d)  of  this  section; 
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as  the  Secretary  may  determine  to  be  appropriate  under  the  circum- 
stances; and, /except  with  r^ard  to  any  pro"i»et  for  which  the  applica- 
tion has  already  been  apprbved  and  wliicfi  is  not  directly  affected, 
further  payments  for  construction  projects  may  be  withheld,  in  whole 
or  in  part,  until  there  is  no  longer  anv  failure  to  comply  (or  to  carry 
out  the  assurance  or  plans  and  specifications  or  to  provide  adequate 
funds,  as  the  case  may  be),  or  if  such  compliance  (or  other  action)'  is 
impossible,  until  the  State  repays  or  arranges  for  the  repayment  of 
Federal  moneys  to  which  the  recipient  was  not  eUtitled. 

[payments  to  the  STATES  FOR  PLANNING, 
ADMINISTIIATION  AND  SERVICES 

JSec.  137.  (a)(1)  From  each  State's  allotments  for  a  fiscal  year  un- 
der section  132,  the  State  shall  be  paid  the  Federal  share  of  the  ex- 
penditures, other  than  expenditures  for  construction,  incurred  during 
such  year  under  it?>  State  plan  approved  under  this  part.  Such  pay- 
ments shall  be  made  from  time  to  time  in  advance  on  the  basis  of  esti- 
mates by  the  Secretary  of  the  sums  the  State  will  expend  under  the 
State  plan,  except  that  such  adjustments  as  may  be  necessary  shall  be 
made  on  account  of  previously  made  underpayments  or  overpa^nnents 
under  this  section. 

[(2)  For  the  purpose  of  determining  the  Federal  <ihare  with  re- 
spect to  any  State,  expenditures  by  a  political  subdivision  thereof  or 
by  nonprofit  private  agencies,  organizations,  and  groups  shall,  subject 
to  such  limitations  and  conditions  as  may  be  prescnbed  by  regula- 
tions, be  regarded  as  expenditures  by  such  State. 

.C(b)(l)  Except  as  provided  in  paragraph  (2),  the  "Federal  share" 
with  respect  to  any  State  for  purposes  of  this  section  for  any  fiscal 
year  shall  ue  75  per  centmn  of  the  expeiiJitures,  other  than  expendi- 
tures for  construction,  incurred  by  the  State  during  such  year  under 
its  State  plan  approved  under  this  part  during  each  of  the  fiscal  years 
ending  June  30,  1971,  and  June  30,  1972,  land  70  per  centum  of  such 
nonconstruction  expenditures  during  the  fiscal  year  ending  June  30, 
1973.  ^ 

[(2)  In  the  case  of  any  proje'^t  located  in  an  area  within  a  State 
determined  by  the  Secretary  to  be  an  urban  or  rural  poverty  area,  the 
"Federal  share"  with  respect  to  such  project  for  purposes  of  this  sec- 
tion for  any  fiscal-year  may  be  up  to  90  per  centum  of  the  expenditures, 
other  than  expenditures  for  construction,  incurred  by  the  State  dur- 
ing such  year  under  its  Statie  plan  approved  under  this  part  with 
respect  to  such  project  for  the  first  twenty-four  months  of  sucn  project, 
and  80  per  centiim  of  such  nonconstruction  expenditures  for  tne  next 
twelve  months. 

IwiTHHOLDING  OF  PAYMENTS  FOR  PLANNING, 
ADMINISTRATION,  A>  ^  SERVICES 

[Swr  138.  Whenever  the  Secretary,  after  reasonable  notice  and 
opportunity  for  hearing  to  the  State  planning  and  advisory  council 
ana  the  appropriate  State  agency,  designated  pursuant  to  section 
134(b)(1)  finds  that—  ' 

[(a)  there  is  a  failure  to  comply  substantially  with  any  of  the 
provisions  required  by  section  134  to  be  included  in  the  State 
plan;  or 
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[(b)  there  is  a  faihire  to  comply  substantially  with  any  regu- 
lations of  the  Secretary  whi(!h  are  applicable  to  this  part, 
the  Secretary  shall  notify  such  State  couticil  and  agency  or  agencies 
that  further  payments  will  not  be  made  to  the  State  under  this  part 
(or,  in  his  discretion,  that  further  payments  will  not  be  made  to  the 
State  under  this  part  for  activities  ni  which  there  is  such  failure), 
until  he  is  satisfied  that  there  will  no  longer  be  such  failure.  Until  he 
is  so  satisfied,  the  Secretary  shall  make  no  further  payment  to  the 
State  under  this  part,  or  shall  limit  further  payment  under  this  part 
to  such  State  to  activitie>  in  which  there  is  no  such  failure. 

[regulations 

[Sec.  139.  The  Secretary,  as  soon  as  practicable,  by  general  regu- 
lations applicable  uniformly  to  all  the  States,  shall  prescribe — 

[(a)L  the  kinds  of  services  which  are  needed  to  provide  ade- 
quate programs  for  persons  with  developmental  disabilities,  the 
kinds  of  services  which  may  be  provided  undep  a  State  plan 
approved  under  this  part,  and  the  categories  of  persons  for  whom 
such  services  may  be  provided; 

[(b)  standards  as  to  the  scope  and  quality  of  services  pro- 
vided for  persons  with  developmental  disabilities  under  "^a  State  " 
plan  approved  under  this  part; 

[(c)  the  general  manner  in  which  a  State,  in  carrying  out  its 
State  plan  approved  under  this  part,  shall  determine  priorities  for 
services  and  facilities  based  on  type  of  service,  categories  of  per- 
sons to  be  served,  and  type  of  disability,  with  special  consideration 
being  given  to  the  needs  for  such  services  and  facilities  in  areas 
of  urban  and  rural  poverty;  and 

[(d)  general  standards  of  construction  and  equipment  for  facil- 
ities of  mfferent  classes  and  in  different  types  of  location^ 
After  appointment  of  the  Council,  regulations  and  revisions  therein 
shall  be  promulgated  by  the  Secretary  only  after  consultation  with 
Council. 

[NOXDtTPLICATIOX 

[Sec.  140.  (a)  In  determining  the  amount  of  an>  payment  for  the 
construction  of  any  facility  imder  a  State  plan  ipproved  under  this 
part,  there  shall  be  vlissregarded  (1)  any  por<?ion  of  the  costs  of  such 
construction  which  are  financed  by  Federal  funds  provided  under 
any  provision  of  law  other  than  this  part,  and  (2)  the  amount  of  any 
non-Federal  funds  required  to  be  expended  as  a  condition  of  receipt 
of  such  Federal  funds. 

[(b)  In  determining  the  amount  of  any  State's  Federal  share  of 
expenditures  for  planning,  administration,  and  serv^ices  incurred  by 
it  under  a  State  plan  approved  under  this  part,  there  shall  be  disre- 

farded  (1)  any  portion  of  such  expenditures  which  are  financed  by 
ederal  funds  provided  under  any  provision  of  law  other  than  this 
part,  and  (2)  tne  amount  of  any  non-Federal  funds  required  to  be 
expended  as  a  condition  of  receipt  of  such  Federal  funds.] 
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Senator  Randolph.  The  committee  stands  in  recess. 
[Whereupon,  at  11:20  a.m.,  the  subcommittee  recessed,  subject  to 
the  call  of  the  Chair.] 

O 
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(8)  provide  such  methods  of  administration,  -in- 
cluding methods  relating  to  the  establishment  and  liiain- 
tenance  of  personnel  standards  and  selection  and  ad- 
vancement of  personnel  on  a  merit  basis,  as  are  found 
by  th§  Secretary  to  be  necessary  for, the  proper  and 
eflBcient  operation  of  the  plan  (except  that  the  Secretary 
shall  exercise  no  authority,  with  respect  to  the  selectiwi, 
tenure  of  office,  and  compensation  of  any  individual 
employed  m  accordance  with  such  methods) ; 
'  .  (9)  provide  assurances  that  the  Stiite  planning 
counciljs  assigned  adequate  personnel  in  order  to  insure 
that  such  council  has  the  capacity  to  fulfill  its  responsi- 
bilities in  the  areas  of  planning,  resource  development, 
and  program  "evaluation; 

(10)  provide  that  the  State  plUnning 'council  shall 
periodically,  but  not  less  often  than  annually,  review 
and  evaluate  tlie  State  plan  and  submit  appropriate 
modifications  to  the  Secretary  for  his  approval; 

(11)  provide  that  tlie  State  agencies  designated 
pursuant  to  paragraph  (1)  of  this  subsection  will  make 
such  reports,  in  such  form  and  containing  such  informa- 
tion,  as  the  Secretary  or  the  State' planning  council  may 
from  time  to  time  reasonably  require,  and  will  keep  such 
records  and  afford  such  access  thereto  as  the  Secretary 
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finds  necessary  to  assure  the  correctness  and  verification 
of  such  reports; 

.(12)  provide  that  special  financial  and  technical 
assistance  shall  be  given  to  areas  of  urban  or  rural  pov- 
erty in  providing  services  and  facilities  for  persons  with 
developmental  disabilities  who  are  residents  of  such  areas; 

(13)  describe  the  methods  to  be  used  to  assess  the 
effectiveness  and  acconplishments  of  the  State  in  meeting 
the  needs  of  persons  with  developmental  disabilities  m 
the  State;  ' 

(14)  specify  the  maximum  amount  of,  and  the  per- 
centage of  the  State's  allotment  under,  section  112  for  a, 
centage  of  the  State's  allotment  imder,  section  112  for 
any  year  which  is  to  be  devoted  to  construction,  reno- 
vation, or  modernization  of  facilities,  which  percentage 
shall  bo  not  more  than  10  percent  of  the  Stage's  allotment 
or  such  l(fsser  percentage  as  the  Secretary  may  from  time 
to  time  prescribe; 

(15)  if  Federal  fimds  are  allotted  for  construction, 
renovation,  or  modeniization  under  this  part,  outline  a 
program  of  construction,  renovation,  or  modernization  of 
facilities  for  the  provision  of  services  for  persons  with 
development  disabihties  which — 

(A)  is  based  on  a  statewide  inventory  of  exist- 
ing facilities  and  survey  of  need ; 
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1  ^(-B)  sets  forth  the  relative  need,  (lotenuined  hi 

2  accordance  with  the  regulations  prescribed  by  the 

3  ^'Secretary  for  the  several  projects  included  in  the 

4  ^.    >vConstruction,  renovation,  or  modernization  program; 

5  and    '  ^ 

6  (0)  assigns  priority  to  the  construction,  reno- 

7  vation,  or  modernization  of  projects,  ,tp  the  extent 

8  tliat  financial  resources  available  therefor  and  for  , 

9  maintenance  and  operation  permit  such  priority,  in 

10  the  order  of  relative  need,  taking  into  account  the 

11  requirement  that  any  such  construction,  renovation, 

12  or  modernization  complies  with  any  standards  pre- 

13  scribed  pursuant  to  the  Architectural  Barriers  Act 
U  of  1968; 

15  '  (16)  provide  for  an  opportunity  for  hearing  before^ 

16  the  State,  agency  to  every  applicant  for  a  construction, 

17  ^      renovation,  or  modernization  project;  * 

18  (17)  provide  for  such  fiscal  control  and  fund  ac- 
XO  counting  procedures  as  may  be  necessary  to  assure  *tlie 

20  proper  disbursements  of;  and  acooQuung  for,  funds  paid 

21  to  the  State  under  this  part  in  accordance  with  regula- 
i2  tions  the  Secretary  shall  prescribe; 

23  (18)  provide  for  the  implementation  of  an  evalua- 

24  tion  system  compatible  with  the  system  developed  under 
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I  section  121  of  this  Act,  within  30  months  after  the  datd 
'.2  •      of  enactment  of  tliis  Act; 

i  (19)  provide^  to  the  uiaxhmuii  extent  .feasible,  an 

4  oppoi-tunity  for  prior  review  and  comment  by  the  State 

5  '  planning  coiuicil  of  all  State  plans  in  the  State  which 

6  relate  to  programs  affecting,  persons  with  developmental 

7  disabilities; 

.  3  (20)  provide  that  pei-soimel  assigned  to  the  State 

9  pplauning  council  shall  be  solely  responsible  to  such 
10*^  council; 

II  (21)  provide  tliat  all,  relevant  information  concefii- 

12  ing  any  programs  which  may  atiect  persons  with  devel- 

13  opmental  disabilities  shall  be  made  available  by  projects 

14  and-  State  .agencies  to  tlie  State  planning  council;  and 

15  ^  '  '  (22)  contain  such  additional  hiformatioii  and  assur- 

16  ances  as  tlie  Secretary  mtCy  determine  to  be  necessary  to 
;17        cany  out  the  provisions  and  purpose  of  this  part. 

18  (c).Tlie  Secretary  shall  approve  any  State  plan, and 
19^  any  modification  thereof  which  complies  with  the  provisions 

20  o£r  subsection  (b)  of  this  section.  'The  Secretary  shall  not 

21  disapprove  a  Sta'te  plan  unless  he  has  provided  reasonable 
22  notice  and  ^opportunity  for  a  hearing  to  the  State. 

23  STATE  PLANNING  COUNCILS 

24  Sec.  115.  (a)  Each  State  which  receiv.es  assistance 

25  under  this  title  bhall  t-^tabiish  a  State  planning  council  which 
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1  shall  serve  a^advoaite  for  persons  with  developnwutal  (lL<a- 

2  bilities,  and  whose  members  shall  be  appointed  by  the  Gover- 

3  nor  of  each  such  State. 

4  (b)  The  State  planning  council  shall— 

5*  .  (1)  develop  and  prepare?  the  State  plan  required  by 
G     ,  section  114;  *  *  ' 

7  *       ,     (2)  approve,  monitor,  and  €\"ahiato  tlie  implemen-- 

8  station  of  such  State  plan  and  subnut  to  the  Governor 
<)        and  the  State  legislature  an  annual'  report  on  such 

10  implementation ;  - 

11  (3)  establish  priorities  for  the  distribution  of  funds 

12  for  programs  for  persons  with  developmental  disabili- 

13  .       ties  within  the  State; 

14  (4)  review  and  comment  on  all  State  plans  in  the 

15  State  which  relate  '^to  programs  affecting  persons  with 
^  16        developmental  disabilities;  and 

17  .        "(5)  submit  to  'the  Secretary,  through  the  Gover- 

•  .    *   •  * 

18  nor,  such  periodic  reports  on  its  activities  as  tlie  Sec- 

19  retary  may  reasonably  request. 

20  (c)  Each  State  receiving  assistance?  .under  this  title  simil 

21  provide  for  the  assignment  to  the  State  Planning  Council  of 

22  personnel  adequate  to  insure  tliat  such  council  has  tlie 

23  capacity  to  fulfill  its  responsibilities  in  the  areas  of  pjanning, 

24  resource  development,  and  program  evaluation,  excerpt  that 

25  funds  .provided  for  such  council  personnel  shall  be  at  least 

42  •  ■ 
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1  at  a  level  equal  to  20  percent  of  the  amount  of  the  State's 

2  aUotment  under  section  112,  but  not  more  than  30  percent 

3  "  of  such  amount. 

4  (d)  Each  State  Planning  Council  shall  at  all  times 

5  include  in  its  membership  representatives  of  the  principal 
-6  State  agencies,  local  agencies,  and  nongovernmental  agencies, 
1'  and  groups  concerned  with  services  to  persons  with  develop- 
8  mental  disabilities,  including  a  representative  of  an  institution 

^   9  of  higher  education  receiving  a  grant  under  this  title  and 

10  servicing  a  facility  within  that  State  and  at  least  one-third 

11  of  the  membership  of  such  council  shall  consist  of  consumers 
~  12   of  such  services,  or  their  parents  or  guardians,  who  are  not 

13  officers  of  ayy  organization,  or  employees  \ii  any  State 

14  agency,  or  other  agency  or  facility,  which  receives  funds  or 

15  provides  services  pursuant  fo  this  Act 

16  (e)  The  State  agency  or  agencies  designated  under 
n  section  114(b)  (1)  (A)  shall  submit  to  the  State  planning 

18  council  for  its^apjyfoval  the  design  for  implementation,  in- 

19  eluding  a  detailed  plan  for  the  disbursement  of  all  funds 

20  UTider  this  part  (except  as  otherwise  provided  by  this  part) . 

21  (f)  The  Secretary  shall  insure  that  each  State  planning 

22  council  has  access  to  all  other  State  plans  submitted  to  him 
^23   under  section  114,  as  well  as  any  relevant  statistical  and 

24  -fiscal  information  relating  to  persons  with  developmental 

25  disabilitiefl. 
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1  A1>1>K0VAL  OF  PROJECTS  FOR  CONSTRUCT^O^^  RKXOYA- 

2  XIOIT,  OR  MODERNIZATION 

3  Seo.  116(a)  Any  State  or  political  subdivision  tlieroof 

4  or  a  public  or  nonprofit  private  agency  shall,  with  respect  to 

5  any  project  for  construction,  renovation,  or  modernization 
Q  authorized  under  this  part,  submit  an  application  there- 

7  for  to  the  Secretary,  through  the  State  agency  designated 

8  pursuant  to  section  114(b)  (1)  (B)  (herein  in  this  part  re- 

9  ferred  to  as  the  "State  ngency") .  An  application  for  a  proj- 

10  ectto  be  completed  by  two  or  more  political  subdivisions  or 

11  public  or  nonprofit  private  agencies,  or  by  a  combination 

12  thereof,  may  be  submitted  by  one  such  agency' on  behalf  of 

13  all  of  them.  Such  application  shall  set  forth— 

14  (1)  a  description  of  the  site  for  such  project; 

15  (2)  plans  and  specifications  thereof,  in  accordance 

16  with  regulations  prescribed  by  the  Secretary; 

17  (3)  satisfactory  assurances  that  title  to  such  site  is 

18  or  will  be  vested  in  one  or  more  of  the  agencies  filing 

19  the  application  or  in  a  public  or  nonprofit  private  agency 

20  which  is  to  operate  the  facility; 

21  (4)  satisfactoiy  assurances  that  the  non-Pederal 

22  share  of  financial  support  will  be  available  for  the  co^- 

23  struction,  renovation,  or  modernization  of  the  projcrt  and 
24*       for  its  maintenance  and  operation  when  completed; 
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(5)  a  certificatiou  by  tlie  State  agency  of  the  fed- 
eral share  for  the  project: 

(6)  satisfactory  assurances  that  the  project,  facility, 
or  activity,  in  connection  witli  which  such  determination 
is>  made,  does,  or  when  completed  or  put  into  operation, 
will  serve  the  needs  of  the  Residents  of  the  area; 

(7)  a  certification  by  the  State  agency  that  the 
proje(?t  will  comply  with  any  standards  prescribed  pur- 
suant to  the  Architectural  Barriers  Act  of  1968;  and 

(8)  satisfactoiy  assurances  that  such  construction, 
renovation,  or  modernization  will  conform  to  the  re- 
quirements of  section  103  (b)  (7)  of  tliis  Act. 

(b).  The  Secretary  shall  approve  an  apj)lication  under 
this  section  if  sufficient  funds  to  pay  the  Federal  share  of 
the  cost  of  such  project  are  available  from  the  allotment  to 
the  State,  and  if  the  Secretary  finds  that  the  application-^ 

(1)  sets  forth,  to  his*  satisfaction,  the  information 
required  m  subsection  (a) , 

(2)  is  in  conionnity  with  the  State  plan  approved 
under  this.part,  and 

(3)  has  been  approved  and  recommended  by  the 
Slate  agency  and  is  entitled  to'priority  over  other  projects 

,  within  the  State  in  accordance  with  the  State's  plan  for 
persons  with  developmental  disabilities  and  in  accordance 
with  regulations  prescribed  by  the  Secretary. 


41 

3.9 

1 

(c)  No  application  sliall  be  disapproved  until  the  Sec- 

2 

retary  has  afforded  .the  State  agency  adequate  aotice  and  an 

3 

opportunity  for  a  hearing. 

4 

(d)  Amendment  of  any  approved  application  shall  be 

5 

subject  to  approval  in  the  same  manner  as  the  original 

6 

application. 

7 

WJTfflloiDING  OP  PAYMENTS 

8 

Sec.  117.  (a)  Whenever  the  Secretary,  after  reason- 

9 

able  notice  and  opportunity  for  hearing  to  a  State  planning 

10  ^council  and  a  State  agency  or  agencies  designated  pursuant 

11 

to  section  114  (b)  (1)  finds— 

12 

(1)  that  any  such  State  agency  or  agencies  arc  not 

13 

complying  with  the  provisions  required  by  section  114 

14 

(b)  to  be  included  in  tU  State  plan,  or  with  reguV 

15 

tions  of  the  Secretary; 

16 

(2)  that  a  State,  State  agency,  or  State  plannirig 

17 

council  are  not  in  comphance  with  the  provisions  of 

18 

'section  115;  • 

19 

(3)  that  any  requirement  set  forth  in  an  application 

20 

submitted  under  section  114  and  approved  by  the  Sec- 

'21 

retary  is  not  bqijiig  or  cannot  be  carried  Out  with  respect 

22 

(0  the  project  for  which  such  application  was  submitted;' 

23 

(4)  that  there  is  a  substantial  failure  to  carry  out 

24 

plans  and  specifications  rclatod  to  construction,  renova- 

42 
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1 

tioii,  or  iiiodernizatioii  approved  by  the  Secretarj',  under 

2 

section  116;  or 

3 

(5)  that  adequate  funds  are  not  being  providtid  an- 

4 

nually  for  tlie  direet  administration  of  the  Sliite  plan^, 

5 

the  Sceretary  may  forthwitli  notify  sueli  State  eonncil  and 

6 

State  agency  or  ageneies  tliat— 

7 

(A)  no  further  payments  will  be  made  to  the  State 

8 

for,  construction,  renovation,  or  modernization  from  al- 

9 

lotments  under  tliis  part;  or 

10 

(B)  no  further  payments  will  be  made  from  allot- 

11 

ments  under  this  part  for  any  projeet  or  projeets  desig- 

12 

nated  by  the  Sccretaiy  as  being  aflected  by  the  action 

13 

or  inaetion  referred  to  in  paragraph  (1),  (2),  (3), 

14 

(4) ,  or  (5)  of  this  subseetion  as  the  Seeretary  may  de- 

15 

termine  to  be  appropriate  under  tlie  eireumstanees;  and. 

16 

except  with  regard  to  any  projeet  for  whieh  the  appliea- 

17 

tion  has  already  been  approved  and  which  is  noi  direetly 

18 

afleeted,  further  payments  for  epnstruetion,  renovation. 

19 

or -modernization  projeets  may  be  withheld,  in  whole  or 

20 

in  part,  until  the  Secretary  is  satisfied  that  the  State  has 

21 

eorrected  any  deficiencies  under  this  subseetion  or,  if 

*  22 

sueli  eorrection  is  impossible,  until  the  State  repays  or 

-23 

arranges  for  the  repayment  of  Federal  moneys  to  wliieli 

24 

the  State  was  not  eiititled  because  of  sueh  defieicneies. 

ERIC 
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1  (b)  Whenever  the  State  planning  council  finds  that  a 

2  State  agency  administering  funds  pursuant  to  the  unplemen- 

3  tation  design  is  failing  to  comply  with  such  design,  the  State 

4  planning  council  shall  notify  the  Governor  and  the  Secretary, 

5  who  may  provide  notice,  conduct  a  hearing,  and  withhold 

6  payments  pursuant  to  subsection  (a)  of  this  section. 

7  ^  PAYaiEXTS  TO  THE  STATES  ^FOR  PL AXNI^^G 

8  AD^tlNISTRATION  AND  SEKVIOES  / 

9  Sec.  118.  ,Froin  each  State's  allotment  for  a  fiscal 
ao  year  under  section  1 1 2,  the  State  shall  be  paid  the  Federal 

11  ^hare  of  its  expenditures,  other  than  expenditures  for  construc- 

12  tion,  reaoyation,  or  modftrnization,  incurred  during  such  year 

13  under  its  State  plan  approved  under  this  part.  Such  payments 

14  shall  be  made  from  time  to  time  in  advance  on  the  basis  of' 

15  estimates  by  the  Secretaiy  of  the  sums  the  State  will  expend 

16  under  the  State  plaiT,  except  that  such  adjustments  as  may  be 

17  necessary  shall  be  made  on  account  of  previously  madd  under- 

18  payments  or  overpayments  under  this  section. 

19  ^  REGULATIONS 

20  Sec.  119.  (a)  The  Secretary,  not  later  than  90  days 

21  after  the  date  of  enactinent  of  this  Act,  shall  prescribe  general 
^  22  regulations  in  final  form  applicable  to  all  the  States  to  carry 
^  23  out  the  purposes  of  this  title. 

24  (b)  (1)  Kegulatioiis  prouuilgated  by  the  Secretary  ipay 

25  be  waived  upon  approval  of  an  application  jiubniitted  by  a 
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1  §tafe  for  a  project  to  be  completed  by  two  or  more  political 

2  subdivisions  or  public  or  nonprofit  private  agencies,  or  by  a 

3  combination  thereof,  which  is  consistent  with  applicable  law 

4  and  regulations  promulgated  by  the  Secretary  for  such  pur-* 

5  ppSes  to  provide  services  to  persons  with  developmental  dis- 

6  abilities  by  combining  funds  received  .from  other  Pederal, 

7  State,  or  local  programs  to  the  extent  that  such  regulations 

8  would  without  such  waiver  impede  the  implementation  of 
*  9  such  project.  Such^waivcr^  shall  be  reviewed  annually  by 

10  rtie  Secretary  and  issued  on  a  case-by-case  basis  and  for  a 

11  specified  period  of  time,  but  in  no  case  longer  than  thirty- 

12  six  months.  Eenewal  of  such  waivers  may  be  granted  only 

13  after  a  full  evaluation  of  the  impact  of  such  waivers  by  the 

14  Secretary.  The  Secretary  shall  submit  his  justifications  for 

15  any  renewal  of  such  waivers  in  a  report  to  the  appropriate 

16  committees  of  tlie  Congress. 

17  (2)  The  Secretary  shall  publish  m  the  Federal  Register 

18  the  fact  that  an  application  Tor  waiver,  under  paragraph 

19  (1)  has  been  submitted  hy  a  State,  and  he  shall  not  approve 

20  or  disapprove  such  application  for  a  period  of  not  less  than 

21  60  nor  more  than  90  days  after  the  date  of  such  publication. 

22  '  ^'ONDUi»LIOATION 

23  Seo."120.  (a)  In  detennining  the  amount  of  any  pay- 

24  mcnt  for  the  construction,  renovation,  or  modernization  of 

25  any  facility  under  a  State  plan  approved  under  this  part. 
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1  there  shall  be  disregarded  (1)  aiiy  portion  of  the  costs  of 

2  siieh  construction,  renovatiop,  or  modernization  which  arc 

3  financed  by  Federal  fimds  provided  under  any  provision  of 

4  law  other  than  tliis  part,  (2)  .the  amount  of  any  non-Pederal 

5  funds  provided  under  any  provision  of  law  other  than  this 

6  part,  and  (3)  the  amount  of  any  non-Pedoral  funds  requured 

7  to  be  expended  as  a  condition  of  receipt  of  such  Pederal 

8  funds. 

9  (b)  In  determining  the  amount  of  any  State's  Tederal 

10  sliare  of  expenditures  for  planning,  administration,  and  serv- 

11  ices  incurred  by  it  under  a  State  plan  approved  under  this 

12  part,  there  shall  be  disregarded  (1)  ,any  portion  of  such 

13  expenditures  which  are  financed  by  Federal  funds  provided 
1^  under  any  provision  of  law  other  than  this  part,  and  (2) 

the  amount  of  any  non-Pederal  funds  required  to  be  expended 

1^  as  a  condition  of  receipt,pf  such  I'ederal  funds. 

1'^  EVALVATlOy  OP  DEVELOPME^'TAL  DISABILITIES  SERVICES 

18  Sec.  121.  (a)  The  Secretary,  in  consultation  with  the 

19  National  Council  created  pursuant  to  section  U3  of  this  Act, 

20  sliall  develop  and  transmit  to  the  appropriate  cojnmittees  of 

21  Congress,  within  18  mouths  after  the  date  of  enactment 

22  of  this  section,  an  evaluation  system  and  plan  for  imple- 

23  mentation  of  such  system  which  sliall  provide  a  model  for 

24  the  development  of  State  evaluation  systems  for  all  services 
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1  delivered  witliia  the  States  to  persons  with  developmental 

2  disabilities. 

3  (b).  The  evahiation  system  required  by  subsection  (a) 

4  shall  he  designed  to— 

5  (1)  assess  the  adequacy  of  all  education  and'  train- 

6  ing,  habilitation,  rehabilitation,  early  childhood,  diag- 
J  nostic  and»  evaluation  services,  and  all  other  services  or 

8  assistance  to  persons  with  developmental  disabihties  ^ 

9  under  la'ws  administered  by  tlio  Secretary;  and 

10*  (2)  develop  specific  criteria  designed  to  provide 

11  objective  measurement  of  tho.developmental  progress  of 

12  persons  with  dcvelopmenta}  disabihties,  which  may  be 
^13  utilized  by  public  agencies,  residential  facilities,  and 
14^  community-based  facilities  and  agencies  to  evaluate  tlio 

15  ^   effectiveness  of  the  services  provided  to  such  persons. 

16  ^(c)  In  developing  such  evaluation  system  the  Secretary 

\ 

1^7  shall  insure  that  such  system  is  consumer  oriented  and  that 

1&  tlie  systeih  will—  ' 

19  '  evaluate  the  effects  of  services  on  the  lives  of 

20  consumers,  .utilizing  information  and  data  obtained  from^ 

21  individualized  written  habilitation  .plans  as  required 

22  under  section  211  of  this  Act  (when  applicable)  or 

23  ,    other  compamble  individualized  data, 

24  (2)  evaluate  the  overall  impact  of  State  and  local 

25  ,  programs  for  the  dcvelopmcntally  disabled. 
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1  (3)  provide  and  evaluate  the  cost-hciiefit  ratios  of 

2  particular  service  ;\lteruatives,  and 

3  (4)  provide  that  evaluation  of  program  quality 

4  ,    shall  bo  performed  by  individuals  riot  directly  involved 

5  in  the  delivery  of  such  services  to^the  program  hcing 

6  evaluated. 

7  (d)  The  Secretary,  in  consultation*  with  the  National 

8  Council,  may  make  grants  to,  and  enter  into  contracts  with, 

9  private  nonprofit  organizations  or  individuals  to  conduct 

10  feasibility  studies  to  assist  in  developing  the  evaluation  sys- 

11  tem  required  under  subsection  (a) ,  except  that  such  grant 

12  or  contract  shall  not  be  entered  into  \sith  groups  or  Individ- 
13*  uals  who  have  any  financial  or  other » direct  interest  in  the 
14-  program  being  evaluated, 

15  (e)'  There  are  authorized  to  be  appropriated  to  carry 

16  out  the, purposes  of  this  section  81,000,000  for  the  fiscal 

17  year  endmg  June  30,  1975,  and  $1,000,000  for  the  fiscal 

18  year  ending  Juno  30,  1976.  » 

.  19  GBA>JTS  FOR  SPECIAL  PROJECTS  FOR  SERVICES  TO 

"  20  '         PERSONS  WTH  DBVELOPilBNTAii  DISABILITIES 

21  Sec.  122,  (a)  For  the  purpose  of  making  grants  under 

22  this  seciion  for  special  projects  and  demonstrations  (and  re- 

23  search  and  evaluation  connected  therewith) ,  there  is  au- 

24  thorized  to  bo  appropriated  $17,500,000  for  the  fiscal  year 

25  endmg  June  30,  1975,  $20,000,000  for  the  fiscal  year  end- 

52  ^    ^'  . 
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1  ing  June  30,  1976,  $22,500,000  for  the  fiseal  year  ending 

^  2  June  30,  1977,  $25,000,000  %r  (he  fiscal  year  ending 

3  Juue  30,  1978,  and  $27,500,000  for  the  year  ending 

4  June  30,  1979.         •     '  '  ,         ^  ' 

5  (b)  The  Secretary,  after  consultation  with  the  National 
5  Council,  shall  make  grants  to  Strites  and  public  or -nonprofit 
7 '  agencies  and  organizations  to  pay  part  or  all  of  the  cost  of 
3  special  projects  and  demonstrations  (and  research  and  eval- 
9  nation  in  connection  therewich)  for  establishhig  programs 

IQ  which,  hold  promise  of.  expanding  or  otherwise  improving 

11  services  to  persons  with  developmental  disabilities  (especially  * 

12  those  who  are  disadvantaged  or  muitiliundicapped) .  Sueh 

13  projects  and  demonstrations  slfall  include,  but  not  be  limited 

14  parent  counseling  and  training,  early  screening  and  inter- 

15  vention,  infant  and  preschool  programs,  seizure  control  sys- 

16  tom,  legal  advocacy,  and  community  based  counseling,  care, 

17  housing,  and  other  services  or  systems  necessary  to  maintain 
,    18  ^  person  witli  developmental  disabilities  in  the  community. 

19  ^*     (c)  The  Secretnr}'  shall  insure  that  any  such  special 

20  projects  are  approved  or  disapproved  by  the  appropriate 
j>        21  Stale  planning  council  within  30  days  after  such  .council 

'22  receives  the  application  for  review. 

23  ,     (d)  Projects,  or  a  component  of  any  project  funded 

24  under  tliis  section,  shall  not  be  eligible  for  fimding  under 
V    25  section  304  of  the  Eehabilitation  Act  of  1973.  (87  Stat. 

26  381).  •  •    •  » 

■•■     (4  .  .    •    .  "  ■ 
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49 

47  ^ 

1  '  REPEAL  '  * 

2  *  Sec.  123.  Edeetivo  90  days  after  eimetineiit,,  parts  B 

3  and  C  of*  the  Developmental  Disabilities  SeVvices  and  Ta- 

4  eilities  Constnietion,  Act  (42  U.^.C.  2661)  are  repealed. 
5.  TITLE  n-BlLL  OE  KIGHTS  EOll  ^lENTALLY 
Q  RETARDED  AND  OTIIEir  PERSONS  WITH 
rj        DEVELOPMENTAL  DISABILITIES 

'  3  STATEMENT  OF  PUUPOSR 

r  '  / 

n        Sec.  200.  The  purpose  of  this  title  is  to  establish  stand- 

IQ  ards  to  assure  thc^  Innnane  care,  treatment,  habilitation,  and 

11  protection  of  mentally  retarded  and  other  persons  with  deyel- 
f  ^  ' 

12  opmental  dibabilities  vfho  are  served  by  residential  and  eom- 

22  inunity  facilitivs  and  agencies;  to  establish. a  method  to  assess 
eomplianee  with  such  standards;  and  to  minimize  inappro- 

15  priate  admissions  to  such  facilities  and  agejicies,  through  the 

IQ  establishment  of  a  metliod  for  assuring  that  the  standards 

17^  aflecting  the  health,  safety,  personal  dignity,  and  human  and 

18  civil  rights  of  persons  with  developmental  disabilities  are 

y  being:  complied  with  by  such  facilities  or  agencies;  and 

20  through  (1)  (A)  the  use  of  procedural  criteria, set  forth  in 

21  part  B  of  this  title  and  perforlnance  based  criteria  develoned 

22  ''^y  i^^^  Secretary  pursuant  to  section  210  of  this  Act;  (B)  ^ 

23  compliance  with  minimmn  standards  sp^^forth  in  section  215; 

24  and.  (C)  such  additional  specirc/crlteria  that  the  Council 

25  and  the  Secretary  may  deem  necessary;  or  (2)  con'ipliance 

26  with  str.nda^ds  set  forth  in  parts  C  and  D  of  this  title.' 
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PaUT  A— C5i:N1:11AL  rKOVJSfO.>^  I-UIC   i,i.^lD15NTIAL  AND 

CoMMU^aTV  Paculitiks  and  AgBnoiks  Sih 
Mentally  Retakdkd  and  Other  Peksons 

Developmental  Disabilities 

•    '       <  1 

DEFINITIONS 

Sec.  201%  For  the  purposes  of  tlijs  title — 

(1)  "adaptive  behavior"  means  tho^ effectiveness  or 
uegree  with  which  the  individual  nieets  the  standards  of 
personal  independence  and  social  respqnsibility  which  is 
normal  in  xelatioii  to  his  age  and  social  and  cultural 
environment;  '  ^ 

4  (2)  "agency"  means  a,pu)blic  or  nonprofit  organiza- 
tion tliat  provides  services  to  persons  with  mental  re- 
tardation and  other  developmental  disabilities,  or  to  their 
families,  but  which  need  not  limit  its  services  to  dev.elop- 
mentally  disabled  persons,  and  may  provide  services  to 
.developmentally  disabled  persons  as  part  of  services  pro- 
vided to  the  general  public; 

(3)  "body  imago"  means  the  concept  that  each  per- 
son  has  of  bis  or  her  own  body  as  aitlobjgct  in  space, 
independent  of  and  apart  from  all  otiier  objects,  including 
one's  attitudes,^perceptions,  and  feelings  toward  his  or 
her  body  and  its  parts ; 

(4)  "client",  "person",  "disabled  person",  or  "dis- 
abled" means  a  person  or  individual  who  is  mentally 

\ 

\ 


\ 

\ 
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retarded  or  otlierwise  deveropmentally  disabled,  and  who 
needs  so:ne  form  of  specialized  or  generic  service  related 
^  to  his  mental  or  physical  impairment; 

(5)  "program  coordinator''  means  an  individual 
who  is  responsible  for  the  implementation  of  the  in- 
dividual program  plan,  and  \\lio  participates  in  the  reg- 
ular evaluation,  revision,  and  redirection  of  the  individual 
program  plan ;      ,      .  "      -  • 

(6)  "community"  means^a  general  population  ha^'- 
ing  a  common  interest  or  interdeperideney  in  the  delivery 
of  services  to  mentally  retarded  or  other  persons  with 
developmental  disabihty ; 

(7)  "cross-discipHnarj'  approach"  means  A  method 
_  of  delivering  s|irvices  in  which  one  or  two  members  of  an 

interdisciplmiry  team  serve  as_team  facilitators  to  imple- 
ment  the  program  plan  between  regularly  scheduled  re- 
evaluation  sessions  by  the  team,  and  in  which  other  mem- 
bers of  the  team  teach  and  share  tlieir  specialized  profes- 
Isional  skills  with,  and  release  their  intervention  role  to^ 
such  facilitators  during  such  implementation,  while  main- 
.t^iining  their  professional  (or  credentialed)  accounta- 
bihty  on  behalf  of  the  person  and  his  family; 

(8)  "culturally  normative"  means  that  which  is  nor- 
mal^^  tjjpical,  or  usual  for  a  given  culture,  including  the 
attitudes,  performances,  or  behavior  ordinarily  displayed 
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by,  or  expected  of,  most  individuals  Avitliin  a  given  cul- 
ture;^ 

(9)  '  family"  means  parents,  brotliers,  sisters,  foster 
parents,  advocates,  guardians,  surrogates,  and  others  who 
perform  the  roles  and  functions  of  natural  family  mem- 
bei^  in  the  lives  of  pei-soiis; 

(10)  "generic  services"  means  ser\'ices  offered  or 
available  to  the  general  public,  as  distinguished  from  spe- 
cialized services  that  are  iittended  only  for  mentally  re- 
tarded or  otlier  developmentally  disabled'persons; 

(1 1 )  "governing  board",  "board  of  trustees", 
"board  of  directors",  or  "board  of  governors"  means  the 
group  of  individuals  that  constitutes  the  governing  body 
of  an  agency  or  facility;^ 

•  (12)  "governhig  body"  means  the  policymaking 
authority,  whether  an  individual  or  a  group,  that  exer- 
cises general  direction  over  the  aflairs  of  an  agency  or 
facility  and  that  establishes  policies  concerning  its  oper- 
ation  and  the  welfare  of  the  persons  that  it  serves; 

(13)  "guardian''  means  an  individual  (otlier  than 
a  guardian  ad  litem)  who  has  legal  control  and  manage- 
ment of  the  person,  or  of  the  property  or  estate^  or  of 
both  the  person  and  tlie  property,  of  a  ward;  . 

(14r)  "guardian  of  the  person"  means  a  /Efuardian 
appointed  to  see  that  the  ward  has  proper  care  and  pro- 
tective supervision  in  keeping  with  his  needs; 

'  57  - 
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1  (15)  "guardian  of  the  properly"  means  a  guardian 

2  appointed  to  see  that  the  financial  affairs  of  the  ward 

3  are  handled  in  his  best  interests;  ^ 

4  (16)  "legal  guardian"  means  a  guardian  appointed 

5  by  ae9urt; 

6  (17)  "natural^  guardian"  means  a  parent  lawfully 

7  in  control  of  the  person  of  his  or  her  minor  child,,  and 

8  such  natural  guardianship  terminates  when  the  child  at- 

9  tainshisor  her  majority; 

IQ  (18)  "plenary  guardian"  means  a  guardian  who 

11  has  full  guardianship  of  both  the  person  and  tlie  property 

12  o£  the  ward;  ^ 

(19)  "public  guardian"  means  a  public  official 

14  empowered  to  accept  court  appointment  as  a^  legal 

15  guardian; 

IQ  (20)  "testimony  guardian'*  means  a  guardian 

17  designated  by  the  last  will  and  testament  of  a  natural 

18  guardian; 

j9    '  (21)  "guardian  ad  litem"  means  an  individual  np- 

20  pointed  to  represent  a  waM  in  a  particular  legal  pro- 

21  ceeding,  without  control  over  either  the  ward's  person  or 

22  his- estate; 

23  (22)  "indigenous  leadership"  means  leadership  that 

24  is  derived  from  within  the  community  or  group  in  which 
'   25  it  is  exercised,  as,  for  example,  leadership  that  is  de- 
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rived  from  within  the  community  or  group  in  which  it 
is  exercised,  as,  for  example,  leadership  that  is  derived 
from  the  parents  or  friends  of  the  person; 

(23)  (A)  **informed  consent"  means  the  consent  of 
ay  person,  or  his  guardian  or  legal  representative,  as  ap- 
propriate, to  a  procedure,  operation,  research,  demon- 
stration, or  experiment,  so  situated  as  to  enable  such  per- 
son, or  through  his  guardian  or  legal  representative  to 
exercise  free  .power  of  choice,  without  the  intervention 
of  any.  element  of  force,  fraud,  deceit,  duress,  or  other 
forni  of  constraint  or  coercion,  and  the  information  to 
be  given  to  such  person  or  such  guardian  or  legal  repre- 
sentative shall  include,  in  order  to  assure  such  informed 
consent,  the  following  basic  elements  in  all  but  excep- 
tional cases;  ^ 

(i)  a  fair  explanation  of  the  procedures  to  be 

followed,  including  an  identification  of  any  which 

are  experunehtal; 

*(ii)  a  description  of  any  attendant  discomforts 

and  risks  reasonably  to  be  expected; 

(iii)  a  description  of  any  benefits  reasonably 
to  be  expected;  ' 

(iv)  a  disclosure  of  any  appropriate  alternative 
procedures  that  might  be  advantageous  for  the 
subject; 
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'      ■  \. 
'  (y)  an  offer  to  answer  any  inquiries  concern- 

ing  the  procedures;  and      ^  /  , 

(vi)  an  instruction  that  such  person  is  free  to 
withdraw  his  consent  and  to  discontinue  participa- 
tion in  the  project  or  activity  at  any  time; 
-  and,  in  addition,  any  agreement,  written  or  oral,  entered 
into  by  such  person  or  his  guardian  or  legal  representa- 
tive, shall  include  no  exculpatory  language  through  which 
such  person  is  made  to  give,  or  to  appear  to  waive,  any 
of  his  legal  rights,  or  to  release  the  institution  or  its 
agents  from  liability  for  negligence.  Any  organization 
which  initiates,  directs,  or  .engages  in  programs  of  re- 
search, development,  or  demonstration  which  require 
infornied  consent  shall  keep  a  permanent  record  of  each 
such  consent  and  the  inforijiation  provided  such  person 
and  shall  develop  approprfat^  documentation  and  re- 
porting procedures  as  an  essential  administrative  func- 
tion; 

(B)-  ''exceptional  cases'",  as  used  in  tliis  section,  are  . 
cases  where  it  is  not  feasible  to  obtain  a  person's  consent 
or  the  consent  of  liis  representative,  or  where,  as  a  matter 
of  professional  judgment  exercised  in  the  best  interest 
of  a  particular  person  under  care,  it  would  be  contrary 
to  that  person's  welfare  to  obtain  liis  consent  as  tJic 
communication  of  information  to  ol)tain  consent  would 
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1  seriously  affect  the  person's  disease  status  and  tlie 

2  physician  has  exercised  a  professional  judgment  that 

3  under  the  particular  circumstances  of  this  person's  case,. 

4  the  person's  best  interests  would  suffer  if.  consent  were 

5  sought; 

6  (24)  "interdisciplinary  approach"  means  an  ap-^ 

7  proach  to  diagnosis,^  evaluation,  and  individual  program 

8  planning  in  which  professional  and  other  personnel  par-  l^i^ 

9  ,  ticipate  as  a  team,  and  in  which  each  participant,  uti- 
10  lizing  v/hatever  skills,  competencies,  insights,  and  per- 
il spectives  his  or  her_particular  -training  and  experience 

12  provide,  focuses  on  identifying  the  developmental  needs 

13  of  the  person  and  devising  ways  to  meet  them,  without 

14  constraints  imposed  by  assigning  particular  domains  of 
J5  behavior  or  development  to  particular  disciplines  only, 

and  participants  share  all  information  and  recommenda- 

IT  tions,  so  that  a  unified'  and  integrated  habilitation  pro- 

^S*'  gram  plan  is  devised  by  the  team;  ^ 

J9  (25)  "multidisciplinary  approach"  means  an  ap- 

20  proach  to  diagnosis,  evaluation,  and  individual  program 

21  planning  in  which  each  representative  of  a  particular 

22  discipline  or  program  views  the  person  only  from  the 

23  perspective  assigned  to  his  discipline  or  program;  in 

24  V which  particular  domains  of  individual  development 

25  und  bphavior  aye  pft?n  l^eld  to  be  tlio^solo  responsibility 
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or  perquisite  of  particular  professions  or  programs; 
aiid  in  whieh  each  representative  of  a  discipline 
separately  reports  bis  or  her  findings  and  (ho  recom- 
mendations that  he  or  she  proposes  to  implement  as  a 
result,  more  or  less  independently  of  the  findings  and 
recommen^tions  reported  by  other  representatives; 

(26)  "mapping"  means  onc's'Ubility  to  move  safely, 
effeelively,  and  comfortably  from  one  place  to  another 
within  his  or  her  immediate  environment  by  using  cues 
such  as  size,  shape,  odor,  and  landmarks; 

(27)  "mental  retardation"  means  significantly  sub- 
average  general- intellectual  functioning  existing  con- 
currently with'deficits  in  adaptive  behavior,  and  mani- 
fested during  the  developmental  period; 

(28)  "mobile  nonambulatory"  means  an  inability 
to  walk  independently,  without  assistance;. 

(29)  "nonambulatory"  means  an  inability  to  walk  - 
independently,  without  assistance ; 

(30)  "normalization  principle"  means  tlie  principle 
of  helping  mentally  retarded  and  other  dcvclopmcntally 
disabled  individuals  to  obtain  an  existence  as  close  to 
the  normal  as  possible,  particularly  through  the  use  of 
means  that  arc  as  culturally  normative  as  possible  to 
elicit  and  maintain  behavior  (hat  is  as  culturally  norma- 
tive as  possible; 
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(31)  ''orientation"  means  the  establishing  of  aware- 
ness of  one's  position  in  relation  to  the  envirpninent  and 
significant  objects  within  the  environment; 

J32)  "program"  means  a  structured  set  of  activities 
to  achieve  .specific  objectives,  relative  to  the  develop- 
mental needs  of  the  clients  served  by  an  agency; 

*  (33)  "residential  facility"  means  a  facility  that  pro- 
vides 24-hour  programing  services,  including  residen- 
tial or|  domiciliary  services,  directed  to  enhancing  the 
iiealth,  welforci  and.  development  of  persons  with  mental 
retardation  or  other  developmental  disabilities; 

(.^4)  "service  delivery  system"  means  the  total  array 
of  service  components,  specialized  and  generic,  that  is 
directed  toward  meeting  the  general  and  extraordinary 
needs  of  developmentally  disabled  persons; 

(85)  "advocate"  means  an  individual,  whether  a 
professional  employed  by  a  private  or  public  agency,  or  a 
volunteer,  who  acts  on  behalf  of  a  resident  to  secure  both 
the  services  that  the  resident  requires  and  the  exercise  of 
his  or  her  full  human  and' legal  rights; 

(36)  "ambulatory"  means  able  to^walk  independ- 
ently, without  assistance ; 

(37)  "chief  executive  officer"  means  the  individual 
appointed  by  the  governing  body  of  a  facility  to  act  in  its 
behalf  in  the  overall  management  of  the  facility  (job 


59 
.57 

titles  may  include,  but  are  not  limited  to,  superintendent, 
director,  and  administrator) ; 

(38)  "developmental  disability"  means  a  dis- 
ability— 

(A)  attributable  to  mental  retardation,  or  cere- 
bral  palsy,  or  epilepsy,  or  autism,  or  specific  learning  ' 
disability;  or  / 

(B)  attributable  to  any  other  condition  of  an 
individual  found  to  be  related  to  mental  retardation 
as  it  refers  tageneral  mtellectual  functioning  or  im- 
pairment in  adaptive, 'behavior  or  to*  require  treat- 
ment  similar  to  that  required  for  mentally  retarded 
individuals, 

which  disability  (i)  originates  bjefore  such  individual*  at- 
tains  age  eighteen,  (ii)  which  has  continued  or  can  be 
expected  to  continue  indefinitely,  and  (iii)  which  consti- 
tutes a  substantial  handicap  to  such  individual'^^  ability 
to  function  normally  in  society; 

(39)  "direct-care  staS"  means  individuals  who 
conduct  the  residentrliving  program ;  o 

(40)  'legal  incompetence"  means  the  legal  deter- 
mination that  a  resident  is  unable  to  exercise  his  or  her 
full  civil  and  legal  rights,  and  that  a  guardian  is 
required; 
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(41)  "living  unit"  naeans  a  resident-living  unit  that 
includes  sleep^ing,  dining,  and  activity  areas; 

(42)  "nonmobile"  means  unable  to  move  from 
place  toplaee; 

(43)  '  "public  financial  support  programs". include, 
but  arc  not  limited  to,  services  for  crippled  children;  aid 

^0  the  disabled;  old-age,  survivors,  and  disability'insur- 
ance;  and  other  benefits  available  under  the  Social 

.Security  Act  and  those  benefits  of  the  VxCterAns'-  Ad- 
ministration; 

(44)  "resident"  mpans  an  individual  who  receives 
service  from  a  residential  facility,  whether  or  not  sucli 
individual  is  actually  in  residence  in  the  facility,  and 
includes  individuals  who  arc  being  considered  for  resi- 
dence^ ih  a  facility,  individuals  who  were  formerly  in 
residence  in  a  facility,  and  individuals  who  arc  receiving 
services  other  than  domiciliary  from  a  facility; 

(45)  "resident-living"  means  residential  or  domi- 
ciliary services  provided  by  a  facility; 

f 

(46)  "rhythm  of  life"  means  a  normal  pattern  of 
behavior  during  the  day  (in  respect  to  ajtising,  getting 
dressed,  participating  in  play  and  work  aitivitics,  eating 
meals,  retiring,  and  sp  forth) ,  or  the  week  (difTercntiation 
of  daily  activities  and  schedules) ; 
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1  (47)  "surrogate''  means  an  individual  who  func- 

2  tions  in  lieu  oLa  resident's  parents  or  family ;  and 

3  (48)  "time  out"  means  a  period  outside  the  time  of 

4  positive  reinforcement  in  which,  contingent  upon  the 

5  emission  of  undesired  behavior,  the  resident  is  removed 
\     6  from  the  situation^  in  which  positive  reinforcement  Is 

\  7  available', 

^  8  NATIONAL  ADVISORY  COUNCIL  ON  STANDAKDS  FOR  RESI- 

9  w      DENTIAL  AND  COMMUNITY  FACILITIES  FOR  MI^TALLY 

10  RETARDED    AND    OTHER    PERSONS    WITH  DEVELOP- 
MENTAL  DISABILITIES 

12  Sec-  202.  (a)  BfTective  90  days  after  the  date  of  enact- 

13  ment  of  tlys  Act,  there 'is  established  a  National  :^dvisory 
14!?^ouncil  for  Eesidential  and  Community  Facilities  (herdin- 

15  aftfcr  in  this  title  referred  to  as  the  "Councir'),  which  shall 

16  consist  of  15  members  who  are  not  rdgiilar  full-time  em- 

17  ployeerof  the  United  States,  to  be  appointed  by  the 

18  Secretary  without  regard  to  the  provisions  of  title  5,  United 

19  States  Code,  governing  appointments  in  the  competitive 

20  civil  service.  The  Secretary  shall  designate  one  of  the  mem- 

21  bers  of  the  Council  to  serve  as  Chairman  thereof.  The 

22  members  of  the  Council  shall  be  selected  from  appropriate 

23  public  agencies  providing  services  to  individuals  with  dev^l- 
,24  opmental  disalulities,  and  professional  and  voluntary  asso- 
25  Rations  representing  developmentally  disabled  ^ifirsous,  At 
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1  least  one-fliird  of  the  membership  of  the  Council  shall  be 
2'  consumers  of  services,  including  parents  or  guardians  of 
3  persons  receiving  services  from  publicly  operated  ^arid  pub- 

'    4  licly  assisted  residential  and  community  facilities  and  agen- ' 
,5   cies^  fox  mentally  retarded  or  developnientally  disabled 

^  6  persons.  ^ 

7  (b)  It  shall  be  the  duty  and  function 'of  the  Council  to 

8  (1)  advise  the  Secretary  with  respect  to  any  regulations 

9  promulgated  or  proposed  to  be  promulgat<^d  by  him  for  the 

10  implementation^  of  the  provisiuns  of  this  title  and  of  the 

11  standards  established  under  parts  C  and  D  of  this  title,  (2) 

12  study  and  evaluate  such  provisions  and  standards,  including 

13  site  visits  and  other  appropriate  methods  with  a  view  of 

14  determining  their  effectiveness  in  carrying  out  the  purposes 

15  for  which  they  were  established,  and  (3)  assist  the  Secre- 

16  tary  in  developing  performance  criteria  to  evaluate  alternate 

17  standards  pursuant  to  part  B  and  section  121  of  this  Act 

18  Jn  lieu  of  standards  under  parts  0  and  D  of  this  title.  ' 

19  (c)  Based  upon  studies,  evaluations,  and  other  ap- 

20  propriate  review  Mechanisms  (including  onsite  visits),  tlie 

21  Council  shall  submit  to  the  Secretary  all  reeonunendatluns 

22  for  changes,  revisions,  modifications  or  improvements  in  the 

23  standards  established  under  parts  C  and  D  of  this  title  which 

24  ih  its  judgment  would  stre:igthen  or  upgrade  such  standards. 
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1  (d)  Members  ^he  Council  while  attending  meetings  or 

2  conferences  thereof*  or  otherwise  serving  on  the  business  of 

3  the  Council,  shall  be  entitled  to  receive  compensation  rates 

4  fixed  by  the  Secretary,  but  at  rates  not  exceeding  the  daily 

5  equivalent  of  the  rate  provided  for  GS-18  x)f  the  General 

6  Schedule  for  e^ich  day  of  such  service  (inclining  traveltime) , 

7  and,  while  so  serving  away  from  their  homes  or  regular 
8^  places  of  business,  they  may  be  allowed 'travel  expenses,  in- 
9  eluding  per  diem  iu  lieu  of  subsistence,,  as  authorized  by 

10  section  5703  of  title  5,  >United  States  Code,  lox  persons  in" 

11  the  Government  service  employed  intermittently. 

12  (e)  Appointments  to  fill  vacancies  on  such  Council  shall 

13  *  be  made  not  less  than  30  days  after  a  vacancy  occurs. 

14  K       (i)  The  Council  shall  employ  suck  experts  and  con- 

15  sultants  as  it  may  require,  }n  accordance  with  section  3109 

16  of  title  5,  United  States  Code. 

17  (g)  There  are  authorized  to  be  appropriated  .to  carry 

18  out>the  purposes  of  this  section  such  sums  as  may  be  neces- 

19  8&iy. 

20  I        ASSESSING  COMPLIANCE  WITH  STANDARDS 

21  ^'Seo:  203.  (a)  In  determining  whether  any  federally 

22  assisted  facility  or  agency  within  its  jurisdiption  is.in  com- 

23  pliance  with  th^- standards  specified  in  this  title,  a  State  sM\ 

24  provide  ttssuranees  to  the  Secretary  wjthin  1  year  after  the 

25  date  of  enactment  of  this  title  that  each  such  facility  or  agency 
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1  has  established  a  plan  for  achieving  compliance  no  later  than 

2  5  years  after  the  date  of  enactment  of  this  title,  and— 


3-  {!)  is  actively  pursuing  a  program  tp  comply  with 

4  standards  set  forth  in  parts  C  and  D  of  this  title,  or 

5  (2)  meets  the  requirements  set  forth  in  part  B  of 

6  thi^  title.  .  - 


7  In  order  to  further  demonstrate  compliance  with  the  stand- 

,8  ards  set  forth  in  this  title,  a  State  shall  submit  to  the  Secre- 

9  tary  a  plan  based  upon  the  combined  flans  of  all  such 

10  facilities  and  agencies  which  sets  forth  d^etailed  procedures  for 

H  compliance,  and  under  which  such  State  agrgfes  to  meet  such 

12  provision?  for  compliance  reviews  as  the  Secretary  may  re- 

13  quire  pursuant  to  subsection  (d)  of  Jhis  sectioji. 


1^  (b)  Each  State  plan  for  achieving  compliance  required 

15  under  section  (a)  shall —  ^ 

16  (1)  provide  a  detailed  analysis  of  the  steps  each 

17  residential  or  community  facility  or  ageiicy  will  take  to 

18  comply  with  standards  under  part  B,  or  parts  C  and  D  ; 

19  (2)  set  forth  a  detailed  schedule  for  compliance 

20  with  such  standards  based  on  the  analysis  submitted 

21  pursuant  to  clause  (1) ; 

22  (3)  demonstrate  the  need  for  continuing  residential 

23  services  and  provide  detailed  assurances  that  residential 

24  facilities  for  individuals  with  developmental  disabilities 

25  will  complement  and  augment  rather  than  duplicate  or 
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rcpla4  other  communitj  services  and  facilities  for  indi- 
viduals with  developmental  disabilities  which  meet  tlie 
re(/uirements  of  this  title; 

(4)  designate  a  single  State  agency  to  oversee  com- 
pliancje  by  facilities  and  agencies  within  its  jurisdiction; 

(p)  provide  that  such  State  plan  has  been  subm^itted 
to  the'  State  planning  council  established  under  section 
115-qf  -this- Act  for  review  and  comment  and  has  been 
found j  to  be  in  conformance  with  the  jfetate  plan  required 
underjsectlon  114  (b)  of  this  Act;  / 

(&)  set  forth  a  schedule  of  ccists  to  achieve  com- 
pliance with  the  standards  established  under  part  B  or 
parts iC  and  D  of  this  title;       ^  / 

I  7)  demonstrate  procedures  adopted  by  the  State 
to  assure  that  primary  emphasis  will  be  given  to  plac- 
ing  each  individual  in  the  least  restrictive  program 
and  living  environment  commpn>jurate  with  that  indi- 
vidmi's  capabilities  and  np*|'ds,  and  that  any  assist- 
ance available  pursuant  to  State  or  Federal  law  under 


to  persons  with  develop- 
:ed  to  foster  the  carrying 


zed  to 


which  services  are  provided 
mental  disabilities  will  be  utib 
oat  of  such  procedures; 

js)  set  forth  the  detailed  \performancc  criteria  to 
be  u^ed  in  assessing  the  quality  of  treatment,  care,  / 
tminiig,  and  habitation  service!  provided  that  such  ^ 


\ 


7d 


66 

/  .  . 
64 

^1  criteria  conform  to  criteria  developed  by  the  Secretary 
2  \   under  section  210; 

^  \     (^)  provide  an  explanation  of  the  system  to  be 

4  used  for  gathering,  analyzing,  and  interpreting  infor- 

5  mation  and  data  for  compliance  review;  and 

6  (10)  provide  assurances  that  all  subjective  judg- 

7  ments  concerning  the  quality  of  services  rendered  will 

8  be  made  by  qualified  individuals  who  are  not  employed 

9  ^  by,  or  financially  obligated  to,  the  agency  responsible  for 

10  _  operating  the  programs  for  persons  with  developmental 

11  '  disabilities. 

12  (c)  The  Secretary  shall  approve  a  plan  which  sets  forth 

13  a  reasonable  time,  subject  to  the  provisions  of  section  206,  for 

14  compliance  with  thp  standards  established  under  this  title,  and 

15  shall  not  finally  disapprove  a  plan  except  after  reasonable 

16  notice  and  opportunity  for  a  hearing  to  such  State.  , 

17  (d)  (1)  Each  State  shall  enter  into  an  agreement  with 

18  the  Secretary  under  which  the  services  of  the  State  agency 

19  designated  pursuant  to  paragraph  (4)  of  subsection  (b)  will 

20  be  utilized  on  his  behalf  for  the  purpose  of  determining 

21  whether  a  residential  or  community  facility  or  agency  is  in 

22  compliance  with  standards  established  under  part  B  or  parts 

23  C  and  D  of  this  title.  Such  determination  shall  be  made  on  the 

24  basis  of  onsite  surveys  conducted  by  the  State  agency.  Any 

25  State  "agency  >*hich  has  such  an  agreement  may  furnish  to 
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1  such  facilities  and  agencies  such  specialized  consultation  serv- 

2  ices  as  may  be  needed  to  meet  one  or  more  of  the  standards 
•   3   established  under  this  title.  Any  such  services  furnished  by 

4  the  State  agency  shall  be  deemed  to  have  been  furnished  pur- 

5  suant  to  such  agreement.  Within  90  days  following  the  com- 
6.  pletion  of  each  survey,  the  Secretary  shall-  make  public  in 

7  readily  available  form  the  findings  of  each  such  survey. 

8  (2)  In  order  to  assure,  compliance  with  the  standards 

9  under  part  B  or  parts  0  and  D  and  the  performance  criteria 

10  developed  and  established  pursuant  to  section  210,  the  Secre- 

11  tary  shall  conduct  a  statistically  valid,  independent  compli- 

12  ance  survey  of  facilities  and  agencies  within  each  State  to 

13  determine  the  accuracy  of  information  and  data  submitted 

14  pursuant  to  subsection   (b)  and  paragraph   (1)   of  tiiis 

15  subsection. 

16  (3)  The  Secretary  shall  submit  annually  to  the  appro- 

17  priate  committees  of  tiie  Congress  an  annual  report  sum- 

18  marizing— 

19  (A)  Ijie  number  and  types  of  facilities  and  agencies, 

20  by  State,  found  to  be  in  compliance  with  the  standards 

21  specified  in  part  B,  or  parts  C  and  D  of  this  title; 

22  (B)  the  number  and  types  of  facilities  and  agencies, 

23  by  State,  found  not  to  be  in  compliance  with  the  stand- 
24,        ards  specified  in  part  B,  or  parts  C  and  D  of  this  tide; 
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1  (0)  the  reasons  for  noncompliance  and  the  steps 

2  bemg  taken  by  each  State  to  assure  that  such  facilities  and 

3  agencies  comply  m  the  future  with  such  standards; 

4  (D)  the  findings  of  validation  surveys  conducted  or 

5  commissioned  by  the  Secretary  in  accordance  with  para- 

6  ,      graph  (1) ; 

7  (E)  the  numl)er  and  types  of  facilities  and  agencies, 

8  by  State,  which  have  been  found  by  the  Secretary  to  be 

9  ineligible  for  Federal  assistance  because  of  failure  to  com- 

10  with  standards  under  this  title ;  and 

11  i^)  recommendations  for  alterations  m|he  compli- 

12  ance  review  system  (mcluding  changes  in  performance 

13  criteria  developed  and  established  pursuant  to  section 

14  210)  and  tlie  supportmg  evidence  for  such  alterations  or 

15  change. 

16  ■  GEANTS  TO  ASSIST  COMPLIANCE 

17  Seo.  204.  (a)  The  Secretary  is  authorized  to  make 

18  *  grants  to  assist  States  in  bringing  publicly  operated  and  fed- 

19  orally  a^'dsted  residential  or  conamunity  facilities  and  agencies 

20  into  compliance  with  the  appropriate  standards  established 

21  under  this  title. 

22  (b)  Eor  the  purpose  of  making  grants  under  this  section, 

23  there  are  authorized  to  be  appropriated  for  each  fiscal  year 

24  such  sums  as  may  be  necessary. 
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1  (c)  Any  State  applying  for  a  grant  under  this  section 

2  shall  provide  detailed  iuforniatiou  to  the  Secretary  which 

3  shows  how  such  grant  vnH  assist  in  meeting  the  standards 

4  established  under  this  title. 

5.  (d)  (i)  The  total  of  the  grants  with  respect  to  any 

6  project  under  this  part  may  not  exceed  75  percent  of  the 

7  necessary  cost  thereof  as  determined  by  the  Secretary. 

8-  (2)  Payments  of  grants  under  this  part  shall  be  made  in 

9  advance  or  by  way  of  reimbursement,  and  on  such  conditions 

10  as  the  Secretary  may  determine. 

11  maixtbkakcb  op  effort 

12  Sec.  205.  (a)  In  any  fiscal  year  the  Secretary  may 

13  make  Federal  assistance  payments  authorized  under  any 
14:  Federal  law,  to  any  publicly  operated  or  publicly  assisted 

15  facility  for  the  developmentally  disabled  only  if  such  facility 

16  provides  specific  evidence  that  such  payments  have  not 

17  resulted  in,  or' will  not  result  in,  any  decrease  in  the  per 

18  capita  State  and   local   expenditures  for  services  for 

19  individuals  with  developmental  disabilities  which  would 

20  other\vise  be  available  to  such  facility.  Such  evidence  shall 

21  include  a  detailed  fiscal  report,  containing  such  information 

22  and  in  such  form  as  the  Secretary  may  specify  after  con- 

23  sultation  with  the  Director  of  the  Ofiico  of  Management  and 

24  Budget,  on  the  residential  facility's  expenditures,  by  category 
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1  and  source,  during  the  base  year  and  the  fiscal  year  imme- 

2  diately  preceding  such  base  year. 

3  (b)  For  purposes  of  this  section,  the  term  "hnsQ  year" 

4  means  the  most  recent  fiscal  year  for  which  reliable  fiscal 

5  data  is  available. 

6  (c)  The  Secretary  shall  submit  an  annual  report  to  the 

7  appropriate  committees  of  the  Congress  summarizing  (1) 

8  the  number  and  types  of  residential  facilities,  by  State,  which 

9  have  complied  with  the  provisions  of  subsection  (a)  of  this 

10  section  and  the  data  upon  which  such  decisions  were  based, 

11  and  (2)  the  number,  types,  and  names  of  all  residential 

12  facilities,  by  State,  which  have  failed  to  comply  with  the 

13  provisions  of  subsection  (a)  of  this  section,  the  data  upon 
M  which  such  decisions  were  based  in  each  instance,  and  the 

15  steps  which  have  been  taken  to  withhold  Federal  assistance 

16  from  such  residential  facilities. 

17  WIO^IIHOLDINO  OP  GRANTS 

I* 

18  Sec.  206.  (a)  After  December  31,  1979,  no  residential 

19  facility  or  program  of  community  care  for  individuals  with 

20  developmental  disabilities  shall  be  eligible  to  receive  pay- 

21  ments  either  directly  or  indirectly  under  any  Federal  law, 

22  unless  such  residential  facility  meets  the  standards  promul- 

23  gated  under  parts  C  or  D  of  this  title  or  has  demonstrated 

24  to  the  Secretary  for  a  reasonable  period  of  time  that  it  has 

25  actively  implemented  the  requirements  of  part  B. 
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1  (b)  The  funds  to  which  any  individual  would  otherwise 

2  be  entitled  to  have  paid  on  his  behalf  to  any  ventor  of  resi- 

3  dential  services  or  program  of  community  care,  public  or  pri- 

4  vate,  shall  be  reserved  for  bini  and  adniiuistered  by  the  Social 

5  Security  Administration  in  the  same  maimer  as  benefits  undei: 
e  litle  II  of  the  Social  Security  Act  would  be  administered  on 
7  his  behalf  were  he  entitled  to  same. 

'8  EVALUATION  A>JD  PERFOKMANCB  CRITERIA 

9  Sec.  207.  (a)  The  Secretary  of  Health/Education,  and 

10  Welfare,  in  consultation  with  the  Council  established  pur- 

11  suant  to  section  202  of  this  title,  shall  develop  and  transmit 

12  to  the  appropriate  committees  of  Cotigress  within  18  months 

13  after  the  date  of  enactment  an  evaluation  system  and  plan 
li  for  implementation  of  such  system  designed  to: 

15  ^      (1)  assess  the  adequacy  of  all  education  and  train- 

16  ing,  habilitation,  rehabilitation,  eady  childhood,  diag- 

17  nostic  and  evaluation  services,  or  any  other  scu'vices  or 

18  assistance  under  all  laws  administered  by  the  Secretary; 

19  and 

20  '  (2)  develop  specific  criteria  designed  to  provide  ob- 

21  jective  measurement  of  the  development  progress  of  a 

22  developmentally  disabled  individual,  which  may  be  uti- 

23  lized  by  public  agencies,  residential  facilities,  and  com- 

24  munity  based  facilities  and  agencies  to  evaluate  the 

25  effectiveness  of  the  services  provided  to  such  individual 
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1  (b)  In  developing  sueh  evaluation  system  tlie- Secretary 

2  3'aall  msure  tliat  such  system  is  consumer  oriented  and  is 
•  3   designed  to —  * 

4"  (1)  evaluate  the  effects  of  services  on  the  lives  of 

5  ^ ,  consumers,  utilizmg  mformation  and  data  obtamed  from 

6  mdividualized  written  habilitation  plans  as  required 

7  under  section  211; 

8  '   (2)  evaluate  the  overall  impact  of  State  and  local 

9  programs  for  the  developmentally  disabled, 

'10  (3)  provide  and  evaluate  the  costrbenefit  ratios  of 

11  particular  service-alternatives,  and 

12  (4)  provide  that  evaluation  of  program  quality 

13  shall  be  performed  by  individuals  not  directly  involved 

14  in  the  delivery  of  such  services  to  the  program  being 
1^  evaluated. 

(c)  The  Secretary,  in  consultation  with  tiie  Coimcil 
^7  .established  pursuant  to  sectron  202,  shall  make  grunts  and 
enter  into  contracts  to  condttet  feasibility  studies  to  assist  in 

19  developing  the  evahiation  system  required  under  subsection 

20  (a)  except  that  such  grant  or  contract  shall  not  be  entered 

21  into  with  groups  or  individuals  who  are  directly  related  to 

22  the  program  being  evahiated. 

23  (d)  There  are  authorized  to  be  appropriated  to  carry 

24  o!it  the  purposes  of  this  section  $1,000,000  each  for  the  fiscal 
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1  yet^r  ending  Juno  30,  1975,  and  for  tho  succeeding  fiscal 

2  year. 

'    3  Part  B-tAltebnativb  Obitbbia  fob  Compliange  in 

4  ^  LtBu  OP  Standabds  5X)b  Residentiaii  and  Com- 

5  MXTNiTY  Facilities  and  Aqbnoies 

G  PBBPOBMANOB  OBITBBIA 

7  ■  Sec.  210.  (a)  The  Secretary  shall  specify  detailed  per- 

8  forraance  criteria  for  measuring  and  evaluating  the  develop- 

9  mental  progress  of  a  pei:son  with  developmental  disabilities 

10  who  is  receiving  direct  service  in  a  residential  or  community 

11  based  facility  or  agency  and  minimum  compliance  levels  for 

12  such  criteria  which  shall  be  applicable  to  residential  and  com- 

13  munity  facilities  and  agencies.  Such  performance  criteria 

14  shall  be  developed  pursuant  to  section  203  and  shall  be  con- 

15  sidered,  along  with  minimum  compliance  levels,  as  required 

16  standards  under  this  part, 

17  (b.)  Prior  to  approving  any  compliance  plan  submitted 

18  under  section  203,  the  Secretary  shall  obtain  adequate  as- 

19  surance  of  compliance  with  the  performance  criteria  de- 

20  veloped  under  such  section, 

21  INDIVIDUALIZED  WRITTEN  HABILITATION  PLAN 

22  Sec,  211,  (a)  The  Secretary  shall  insure  that  an  indi- 

23  vidualized  written  habilitation  plan  is  developed  and  modified 

24  at  frequent  intervals  on  behalf  of  each  developnientally  dis- 

25  abled  person  wlio  is  in  a  residential  facility  or  community 


ERLC 


78 


74 


.  72 

1  facility  and  agency  for  which  standards  have  been  established 

2  under  this  Act  or  under  any  other  federally  assistedLState  or 

3  local  program  specified  by  the  Secretary.  • 

*  4  (b)  Eftch  mdividualized  written  habilitation  plan  shall 

5  be  developed  jointly  by  a  representative  or  representatives  of 

6  the  facility  or  Agency  primarily  responsible  for  delivering  or 

7  ooordinatuig  the  deli veiy  of  sl^ervices  to  the  developmentally 

8  disabled  person  in  a  xesidentiaJl.  facility  or  community  facility 

9  and  agency  and  the  developmental^  disabled  person  (or,  in 

10  appropriate  cases,'  his  parents  or  guardian) .  In  any  case  in 

11  which  such  developmentally  disabled  person  is  receiving  serv- 

12  ices  from  two  or  more  distinct  service  agencies,  the  agency 

13  primarily  responsible  for  delivering  or  coi/idinating  the  deliv- 

14  ery  of  such  services  will  also  be  responsible  for  insuring  that 

15  all  services  arc  made  part  of  the  individualized  written  hatili- 

16  tation  plan. 

17  (c)  Each  mdividualized  written  habilitation  plan  shall 

18  be  reviewed  at  least  annually  by  the  agency  prunarily  re- 

19  sponsible  for  delivery  or  coordinating  the  delivery  of  services 

20  referred  to. in  subsection  (b)  at  which  time  the  d^yelppnien- 

21  tally  disabled  person  (or,  in  appropriate  cases,  his  parents  or 

22  guardian)  will 'be  afforded  an  opportunity  to  review  such 

23  plan  and  jointly  redevelop  its  terms.  Such  plan  shall  include 

24  but  not  bc.limitcd  to  ( 1 )  a  statement  of  longrterm  habilitation 

25  goals  for  the  developmentally  disabled  person  and  intermedi- 
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1  ate  habilitation  objectives  related  to  the  attainment  of  such 

2  goals,  (2)  a  statement  of  spmfic-habilitation-service&-to-he 

3  provided,  (3)  the  projected  date  for  the  initiation  and"  the 

4  anticipated  duration  of  each  such  service,  and  (4)  objective 

5  criteria  and  an  evaluation  procedure  and  schedule  for  ,deter- 
S  mining  whether  such  libjcctives  and  goals  aro  i)eing  achieved. 

7  (d)  Each  mdividualized  written ;habilitation  plan  shaLl 

8  conform  to^iejgllowing  basic  criteria :  ! 
(i)  the  initial  plan  shall  be  developed  upon  ttie^per- 

10^.       son's  apphcation  for  service; 

ll\  (2)  such  plan  shall  reflect  QxqMb  of  assessment  data 

12  *  \      in  at  least  the  following  areas  : 

IZ  \  (A.)  sensor-motor  development; 

14  \  (B)  oommunicative  development;  ^ 

15  \  (C)  social  development;  " 

16  \  (D)  affective  development;  and  ^ 

17  .     \^  (E)  r^ognitiv^  development; 

la  (-3)  the  objectives  of  such  plan  shall,  be  devfelpped 

19  "^^th  the  participation  of: 

20  \        (A)  the  person; 

21  (B)  the  person's  family  or  guardian; 

22  (0)  aU  relevant  ageficy  staff  members;  atid 

23  •  (D)  staff  of  other  agencies  involved  In  serving 
2A  ^he  person;  t 
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(i)  the  objectives  of  such  plan  shall  be — 

(A)  stated  separately ; 

(B)  stated  in  sequence  with  specific  tiine  pe- 
riods; and 

(0)  expressed  in*  behavioral  terms  that  provide 
measurable  mdiccs  of  progress ;  ^ 
(5y  such  plan  shall  describe  the  conditions,  activi- 
ties, or  barriers  that  interfere  with  the  achievement  of^ 
.the  objectives; 

(6)  such'  plan  shall  specify  modes  of  intervention 
for  the  achievement  of  the  stated  objectives; 

(7)  such  plan  shall  jdeiitify  agencies  which  will 
deliver  the  services  required; 

(8)  such  plan  shall  identity  a  designated  focus  of 
responsibility  for  utilizing  and  coordinating  services 
proyidcd  by  different  practitioners  or  agencies; 

(9)  such  plan^shall  include  a  specification  of  pro- 
posed* day-to-day  training  activities  designed  to  assist 
in  attaining  the  stated  objectives; 

(10)  such  plan  shall  bo  written  in  functional  terms 
that  are  understandable  to  tlio  person,  and,  a5?  appropri- 
ate, his  or  her  parents  or  guardians; 

(11)  '  such  plan  shall  bo  reviewed  at  least  quarterly 
in  order  to — 

(A)  measure  the  person's  p;'ogress;  \ 
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I  '  (B)  modify  the  objectives  .of  the  plan  as  nec- 
U2  essary; 

3  (b)  detennine  the  services  that  are  needed; and 

4  '  (D)  provide  guidance  and  remediation  tech- 

5  niques  lo  mpdiy  barriers'to  growtli ;  and 

6  (^2)  such  plan  shall  include  a  -^^niX&a  agreement 

7  that  specifies  .the  role  and  objectives  of  each  party  to  the 

8  implementation  of  the  individualized  v^ritten  habilitation 

9  plan.  >  - 
10  (e)  The  Secretary  shall  also  msure  that^  in  developing 

II  and  carrying  out  each  individualized  written  habilitation 
12  plan,  primary  emphasis  will  be  given  to  placing  the  person  in 
13-  the  least  restrictive  program  and  living  environment  commen- 
14  surale  with  his  capabilities  and  tieeds.  -> 

iy**  (f)  The  Secretary  shall  specify  detailed  performance 

IG  criteria  for  measuring  and  evaluating  the  deyelopmentnl 

17  progress  of  devel'  pmentally  disabled  persons  attained  through 

18  the  use  of  such  individualized  written  habiliUUion  plans. 

19  PROGBAM  COORDINATION 

20  '  Seo»  212.  (a)  Each  person  served  by  an  agency  shall 

21  be  assigned  by  such  agency  a  program  coordinator  responsible 

22  for  implementing  the  person's  individual  written  habilitation 

23  plan.  The  program  coordinator's  service  to  a  person  shall  bo 

24  terminated  only  whCn  responsibility  for  service  to  the  person 

25  has,  been  eflectively  assunicd  by  another  agency,  at  which 
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1  time  a  new  program  coordinator  shall  he  assignecl  hy  the 

2  agency  assmiaing  responsibility/  ,  • 

3  .  ,  (b),  Sach  agency  shall  injure  that— 

4  '  (1)  the  person  or  his  family  shall  participate  in 
the  "Selection  of  the  program  cov>vdinator*  and  the  pro- 

(>        gram  coordinator  shall  1)9  idtfd/^rc*  to  the  pcpon,  to  his 

7  '  family,  and  to  ap^)ropriati)  stall  members ; 

8  (2)  tlie  program,  coordinator  shall  attend  to  the 

9  total  spectrmn  of  the  person's  needs,  including,  but  not 
10^       Hmited  to,  housing,  family  relationships,  social  activi- 

rtl —    ties,  education,  finances,  employment,  recreation, 

12  and  records.  In  respect  to  these  areas  the  program  co- 

13  ordinator  shall  determine  whether  the  person's  needs 

14  are  being  met- and  how  such  needs  are  being  met; 

15  (3)  the -program  coordinator  shall  provide  support- 

16  '      ive  services  t|)  the  person  and  his  family; 

17  (4)  to  keep  the  individual  .written  habilitation  plan 

18  up  to  date,  the  program  coordinator  sliall  secure  relevant 

19  data  from  otlior  agencies  providing  service ; 

20  (5)  the  program  coordinator  shall  provide  docu- 

21  ,     mentation  relevant  to  the  review  of  the  individual  written 

22  habilitation  plan  as  required  by  section  211 ;  and 

23  (6)  the  program  coordinator,  or  another  agency 

24  stafiF  member,  shall  assist  the  person,  his  or  her  family. 
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1  .or  his  or  her  guardian,  in  planning  for  and  secui^g 
.2        living  arfangements  that  aro  adapted  ^  to  thejpersoi^s 


« 3        ne^eds.  j 

\      :  .     !  \ 

4  \  PEOTECTIVB  AND  PEESONAL  ADVOCACY  j  \ 

\  ^  \ 

5  Sec.  213.  (a)  The  Secretary  shall. insure  that, a  system 

6  of  protective  and. personal  advocacy  is  establishe(j  in  each 

7  State  to  monitor  programs  and  services  and  protect  the 

8  hunma  and  legal  rights  of  each  developme'ntalljf  disabled 

9  person  served  by  residential  facilities  or  programs  of  com- 

10  munity  care  within  the  State.  '  i 

11  (b)  The  Secretary  shall  insure  that  for  each  such  sys- 

12  tem  an  agency  or  entity  is  designated  which  (1)  isindepead- 

13  ent  of  any  agency  providing  services  directly  or  indirectly, 
U    (2)  is  capable  of  providmg  protective  and  personal  advocacy 

15  services,  and  (3)  shall  be  responsible  for  monitoring  and 

16  auditmg  the  individualized  programs  of  persons  to  insure 

17  that  they  recelV^e  all  of  the  benefits,  services,'  and  rights  to 

18  which  they  are>ntitled  under  any  law  or  program  there- 

19  under. 

20  (^)  (1^  S^ch  system  shall  include  the  establishment  of 
.21  an  independent  entity  which  has  the  authority  to  receive  all 
22  complaints  regarding  tlie  infringement  of  ngiits,  or  denial 

^3  of  benefits,  or  the  failure  to  ^)rovIde  services  necessary  to  as- 
24-  sure  the  human  and  legal  rights  of  all  developmentaUy  dis- 

25  abled  persons  within  th6  State. 
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2  (2)  Each  endty  establi^o^  pursuant  to  paragraph  (i) 

2  shall  be  empowered  to  render  a  decision  with  respect  to  any 

3  complaint,  including  an  order  to  provide  services  or  such 
^  other  remedy  which  may  be  deemed  appropriate,  and  such 
5  decision  shall  be  final  and,  binding.  Prior  to  the  issuance,of 
g  any  order  or  decision  rendered  pursuant  to  this  paragraph, 
ij  any  party  which  may  be  affected  by  such  order  or  decision 
Q  may  request  a  hearing,  which  shall  be  held  within  60  days, 
g  aiter  a  complaint  is  received,  and  such  order  or  decision  shall 

be  rendered  within  GO  days  after  such  hearing  is  concluded. 

22  Such  order  or  decision  shall  be  subject  to  appropriate  judicial 

22  review. 

23  ^  EECORD  BEQUIKEMEXTS 

14  Sec.  214.  (a)  The  residential  and  community  facilities 

15  and  agencies  shall  keep  such  records  as  the  Secretary  or  the 

16  State  may  deem  appropriate  to  evaluate  the  effectiveness  of 

17  performance  and  compliance  with  the  provisions  of  this  part. 

18  (b)  Each  residential  and  community  facility  and  agency 

19  shall  identify  the  number  of  developmentally  dii>abled  persons 

20  rejected  for  services  by  such  facility  or  agency,  and  the  rea- 

21  sons  for  each  such  rejection,  ^and  report  such  information 

22  every  6  months  to  the  Secretary  and  the  State. 

23  MINIMUM  STANDAEDS  POR  USE  WITH  THE 

24  ALTERNA'fB  PEOCEDUKB 

25  Seo.  215.  Each  residential  and  community  facility  and 

26  *^g^ncy  desiring  to  use  the  alternative  procedures  of  this  part 
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1  in  lieu  of  compliance  with  parts  C  and  D  of  tliis  title  shall 

2  insuro— 

3  *  (1)  that  close  relatives  shall  be  permitted  to  visit 

4  a  person  at  .any  reasonable  hour  and  without  prior 

5  notice:  Promdedy  That  the  privacy  and  rights  of  the 

6  other  residents  and  person  are  not  infringed  thereby; 

7  ^  (2)  the  implementation  of  advocacy  for  all  residents 

8  and  persons; 

9  (3)  that  no  individual  whose  needs  cannot  be  met 

10  by  the  residential  facility  or  agency  shall  be  admitted 

11  to  it; 

12  (4)  that  the  number  of  persons  admitted  as  resi- 

13  dents  or  personb  to  the  residential  facility  or  agency  sliall 

14  not  exceed—? 

15  (A)  its  rated  capacity;  and 

16  (B)  its  provisions  for  adequate  programing; 

17  (5)  that  there  is  a  regular,  at  least  annual,  joint 

18  review  ol  the  status  of  each  resident  or  person  by  all 
ID  relevant  personnel,  including  personnel  in  the  living 

20  unit  with  program  recommendations  for  implementation, 

21  to  include — 

22  (A)  consideration  of  the  advisability  of  con- 

23  tinued  residence  and  alternative  programs,  and 
2i  (B)  at  the  fiine  of  the  resident's  or  person's 
25  attained  majority,  or  if  he  becomes  emancipated 

prior  tlieretOvL^ 
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(i)  the  resident's  or  person's  need  for  re- 
.  maiuing  in  the  residential  facility; 

(ii)  the  need  for  guardianship  of  the  resi- 
dent or  person;  and 

(iii)  the  protection  of  the  resident's  or 
person's  civil  and  legal  rights; 

(6)  that  mistreatment  of  residents  and  persons 
shall  be  strictly  prohibited,  tliat  any  such  mistreatment 
shall  be  reported  immediately  by  the  facility  or  agency 
to  the  Slate,  that-r- 

(A)  all  alleged  incidents  of  mistreatment 

it 

thoroughly  investigated; 

(B)  the  results  of  such  investigation  are  re- 
ported to  the  chief  executive  officer;  or  his  desig- 
nated representative,  within  24  hours  of  the  incident; 
and »  ► 

^     (0)  appropriate  sanctions  are  invoked  vwhen 
the  allegations  of  mistreatment  are  substantiated; 

(7)  that  living  unit  personnel  shall  train  residents 
and  persons  in  activities  of  daily  living  and  in  ti  ^  de- 
velopment of  selt-help  and  social  skills ; 

fs)  that  livmg  unit  personnel  shall  be  responsible 
for  the  development  and  maintenance  of  a  warm,  family 
0^  home  like  environment  that  is  conducive  to  the 
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achievement  of  optimal  development  by  tlie  resident 
or  person ; 

(9)  that  the  rliytlnn  of  life  in  the  living  unit  shall 
resemble  the  cultural  norm  of  tlie  resident's  or  person's 
nonretarded  or  nondevelopmentally  disabled  age  peers, 
unless  a  departure  from  this  rhythm  is  justified  on  tlie 
basis  of  maximizing  the  resident's  or  person's  human 
qualities; 

(10)  that  residents-andjifirsons  shall  be  assigned 
responsibilities  in  the  living  unit  conmiensurate  Vith 
their  interests,  abilities,  and  developmental  plans,  in  order 
to  enhance  feelings  of  self-respect  and  to  develop  skills 
of  independent  giving,  and  that  multiple-handicapped 
and  nonambulatory  residents  or  persons  shall—  ^ 

(K)  spend  a  major  portion  of  tficir  waking  day 
out  of  bed; 

(B)  spend  a  portion  of  their  waking  day  out 
of  their  bedroom  areas;  and 

(0)  have  planned  daily  activity  and  exercise  • 
periods; 

(11)  that  residents  and  persons  shall  be  provided* 
with  systematic  trauiing  to  develop  appropriate  eating 
skills  utilizing  adaptive  equipment  where  it  serves  the 
developmental  process; 
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1  (12)  tliat,  in  accordance  with  the  normalization/ 

2  principle,  all  professional  services  to  mentally  retarded 

3  and  other  persons  witli  developmental  disabilities  shall, 

4  to  the  extent  feasible,  be  provided  in  the  community, 

5  rather  than  in  a  residential  facihty,  and  where  provided 

6  iu  a  residential  facility,  -such  services  must  be  at  least 

7  comparable  to  those  provided  in  the  community; 

8  (13)  that  educational  services  (delined  as  deliberate 

9  attempts  to  facilitate  .the  intellectual  sensorimotor  and 

10  effective  development  of  the  individual)  shall  be  avail- 

11  able  to  all  residents  and  persons  regardless  of  chrono- 

12  logical  age,  degree  of  retardation,  or  accompanying* 
in  disabilities  or  handicaps,  and  for  residents  or  pei-sons  of 

•  14  legal  school  age  the  State  shall  insure  that  the  State 

la  educational  age9cy  provides  educational  services  equiv- 

16  alent  to  those  provided  to  the  nonhandicapped  popula- 

17  tion;and' 

18  (14)  that  special  attention  shall  be  ^yen  those  resi- 

19  dents  and  persons,  without  active  intervention,  are  at 

20  the  risk  of  further  loss  of  function,  including— 

21  (A)  early  diagnosis  of  disease;  ' 

22  ,  (B)  prompt  treatment  in  the  early  stages  of 

23  disea§e; 

2$  (C)  limitation  of  disability  by  arresting  tlie 

25    disease  process; 
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(D)  prevention  of  complications  and  sequelae; 

and 

^  (E)  rehabilitation  services  to  raise  the  resident 
- ,  or  person  to  his  greatest  possible  level  of  function  in 

spite  of  his  or  her  handicap,  by  maximizing  th„e  use 

of  his  or.hcr  existing  capabilities; 

(15)  that  the  civij  rights  of  all  residents  arc  assured; 

(16)  that  no  physical  restraint  shall  be  employed 
unless  absolutely  necessary.  Restraint  shall  not  be  used 
as  punishment  or  s,ubstitute  for  program,  and  a  written 
policy  available  to  the  public  shall  govern  tny  use  of 
restraint.  Orders  for  restraint  shall  jiot  be  in  force  for 
periods  of  longer  than  twelve  hours.  Residents  placed  in 
restraint  shall  be  checked  at  least  every  thirty  minutes  by 
trained  staff.  Mechanical  rcsframts  shall  be  designed  to 
insure  the  least  discomfort.  Opportunity  for  motion  and 
exercise  shall  be  provided  for  not  less  than  fifteen  minutes 
during  each  two  hours  when  restraint  is  employed. 
Totally  enclosed  cribs  and  barred  enclosures  shall  be 
considered  restraints; 

(17)  tliat  chemical  restraint  shall  not  fee  used  exces- 
sively, or  as  punishmcnfeor  substitute  for  program  or  in 
quantities  that  inferfere  with  habilitation  programs; 
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X  (18)  that  a  nourishingj*  well-balanced  diet  shall  be 

o        provided  all  residents; 

15  (19)  that  medical  and  dental  services  shall  be  pro- 

vi'ded  to  all  residents  and  shall  include— 

(a)  preventive  health  services; 

(b)  evaluation,  diagnosis,  consultation,  and 
.7/          treatment;  and  - 

8  (^)  infections  and  contagious  disease  control; 

\ ,        (20)  that  adequate  nre  and  safety  standards  as 
promulgated  in  regulations  by  the  Secretaiy  shall  be  met> 
11  \^  ~  andlucff^tandards  shall  include— 
22  (&)  adequate  and  alternate  exits  and  exit  doors; 

13  I  (b)  exit  ramps  with  nonskid  surfaces  and  slopes 

14  not  to  exceed  one  foot  in  twelve ; 

15  (c)  handrails  on  stairways; 

10  (d)  unencumbered  aisles  and  exits  and  unclut-  , 

17  tered  floors;  and 

18  (e)  proper  storage  and  other  adequate  safe- 

19  guards  for  flammable  materials ; 

20  (21)  that  paint  used  in  facilities  shall  bo  lead  free; 

21  and.* 

22  (22)  that  there  shall  be  adequate  sanitation  and 

23  .      waste  disposal  procedures  to  protect  the  health  of  the  resi- 

24  dents. 
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1  Pabt  O— Standakds  fob  Eesidential  Facilities  fob 

2  Mentally  Eetaeded  and  Otheb  Pbbsonb  Wmi 

3  Devjblopmbntal  Disabilities 

4  '   Chm>ter  L--ADMINISTRATIVE  POLICIES  AND 

5  PRACTICES 

6  Subchapter  I— -Philosophyy  Location,  and  Organization 

7  -     Sec.  220.  (a)  The^  ultimate  aim  of  the  residential  fa- 

8  cility  shall  be  to  foster  those  behaviors  that  maximize  the  hu- 

9  man  qualities  of  the  resident,  increase  the  complexity  of  his  or 

10  her  behavior,  and  enhance  his  or  her  ability  to  cope  with  .his 

11  or  her  environment 

12  (b)  The  residential  facility  shall  accept  and  implement 

13  the  principle  of  nonnBlization,  defined  as  the  use  of  means 
1^  that  are  as  culturally  normative  as  possible  to  elicit  and  main- 
^5  tain  behavior  that  is  culturally  normative  as  possible,  taking 
3(>  into  account  local  and  subcultural  differences. 

(c)  The  names  of  residential  facilities,  the  fabels  applied 
3S  to  their  users,  and  the  way  these  users  are  interpreted  to  the 

19  public  should  be  appropriate  to  their  purposes  and, programs 

20  and  services  should  not  emphasize  ''mental  retardation"  or 

21  "deviancy*\ 

22  (d)  Eesidents  should  not  be  referred  to  as  ''patient'* 
except  in  a  hospital-medical  context;  as  "kids"  or  "children" 

24  if  (hey  are  adults;  or  as'"inmaiOs";  or  as  "clients". 
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X  Sec.  221.  (a)  The  residential  facility  should  be  located 

2  within,  and  conveqiently  accessible  to,  the  population  served, 

3  so  as  to  have  access  to  necessary  generic  epmmunity  services. 

4  '  (b)  The  residential  facility  should  not  be  isolated  from 

5  society  or  eominunity  by  factors  such  as:" 

g  (1)  diflSculty  of  access,  due  to  distance  or  lack  of 

7  public  transportation; 

g  (2)  architectural  features; 

9  .      (3)  socioeilltural  x)r  psychological  features;  and 

10  W  ^^^^>  regulations,  customs,  and  habits. 

11  (c)  Protection  devices  (such  as  fences  and  security 

12  wmdows) ,  where  necessary,,  should  be  inconspicuous,  and 
33  should  preserve  as  normal  an  environmental  appearance  as 

14  possible,  so  as  to  permit  the  pursuit  of  nornial  activities. 

15  (d)  The  residential  facility  should  be  in  s^ale  with  the 
IC .  community  in  which  it  is  located. 

17  (o)  The  residential  facility  and  the  surroi]^uding  com- 

18  munity  should  be  encouraged  to  share  their  services  and  re- 
19'  sources  on  a  reciprocal  basis.  , 

20  (f)  The  community  in  which  the  residential  facility 

21  is  located  should  be  capable  of  meeting  the  needs  of  the  res- 

22  idential  facility's  residents  for  generic  and  specialized  services^ 

23  (g)  The  community  in  whielt^tlie  residential  facility 
2i  is  locntod.should  be  capable  of  absorbing,  and  encouraged 
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1  to  absorb,  into  its  cultural  life  those  ifsideuts  capable  of 
"1/  pq^rficipatioiijn  that  life. 

3  (h)  The  residential  facility  shall  have  available  n  cur- ' 

♦       '  I 

4  rent  dbscriptive  directory  of  community  resources. 

5  Sec.  222.  (a)  Residents  should  be  integrated  to  the 

6  greatest  possible  extent  with  the  general  population.  To  this 

7  end,  generic  and  specialized  community  services,  rather 

8  than  residential  fac'llity  services,  should  be  used  extensively 
g  or,  if  possible,  completely.  The  .residents  should,  including 

10  butnotHmited  to- 


11 (1)  attend  (special)  classes  or  programs  in  regu- 

12  lar  schools; 

13  (2)  attend  religious  instruction  and  worship  in  the 

14  community; 

15  (3)  utilize  medical,  dental,  and  all  other  profes- 

16  sional  services  located  in  the  community; 

17  ^  (4)  use  community  rather  than  residen'tlanjcility 
.  18  recreation  resources,  such  as  bowling  alleys,  swimming 

19  pools,  movies,  and  gymnasia;- 

20  (5)  shop  in  community  stores,  rather  than  in  in- 

21  dustinol  facility  stores  and  canteens;  and  -  ^' 

22  '   (6)  work  in  as  integrated  a  fashion  as  possible. and 

23  sheltered  employment  should  be  in  regular  industry, 

24  and  among  nonrctarded  Avorkers;  sheltered  workshops 
25^  should  be  in  the  community;  and  work  thfit  must  be  on 
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1  .  ,     the  campus  of  the  industrial  facility  should-  afIord.maxi- 

2  mal  contact  with  nonretarded  persons. 

3  There  shall  be  evidence  of  professional  and  public  education 
4-  to  facilitate  the  integration  of  residents,  as  above  set  forth. 

X        (b)  The  /residential  facility  should  be  divided  into 

6  groupings  oi  program  and  residence  units,  -based  upon  a^ 

7  rational  plan  to  meet  the  needs  of  the  residents  and  fulfill 
g  the  purposes  of Ihe  residential  facility. 

9        Sec.  223.  The  residential  facUity  shall  to  the  maximuiy 

10  extent  feasible  move  residents  from-- 

11  ;( 1 )  more  to  less  structured  hving ; 

'  (2 )  larger  to  smaller  residential  facilities ; 
.  13  .  (3)  larger  living  linits  to  smaller  living  units; 

14'  (4)  group  to  indiiidual  residence; 

15  (5,)  depend^Ttolindependent  living;  and 

IG    '    /     (6)  segregated  to  integrated  living. 
n  Subchapter  II— GMieral  Policies  and  Practices 

18  Sec.  224.  .(a)  Thjj  residential  facility  shall  have  a 

19  written  outline  of  the  pliilosophy,\bjectives,  and  goals  it  is 


^  *  strivhig  to  achieve,  that  |is  available  for  distribution  to  staff, 

21-  consumer  representatives,  and  the  interested  public,  and  that 

22  shall  include  buf  need  not! be  limited  to 

23  (1)  its  role  in 


24 


the  State  comprehensive  program 
for  the  "mentally  retardecl  and  other  individuals  with 
developmental  disablities; 
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1  (2)  its  concept  of  the  rights  of  its  residents; 

2  (3)  itsgoalsfor  its  residents ; 

,3  (4)  its  concept  of  its  relationship  to  the  parents 

4  of  its  residents,  Or  t^o  their  surr6gates;  < 

5  (5)  its  concept  of  its  relationship  to  the  community, 

6  '     iJone,  or  region  from  which  itsresidonts  come; 

7  (6)  its  concept  of  its  responsibility  (through  re- 

8  search,  training,  and  education)  for  improving  methods, 

9  miderstanding,  and  support  for  the  meltal  retardation 

10  and  developmen tally  disabled  field.  ^ 

11  (b)  The^  residential  facility  shall  ha\te  a  plan  for 

12  evaluation  kuk  modification  to  maintain  ; 

13  (^LWthe  consistency  of  its  philosophy,  objectives, 

14  and  goals  ^vith  advancements  in  knowledge  and  profes- 

15  sional  practices ;  and 

IC  (2)  the  consistency  of  its  practices  with  its  plii- 

•  1'7  losophy,  objei;tives,  and  goals. 

18  (o)  The  residential  facility  shall  have  a  manual  ion 

19  policies  and  procedures,  describing  tlio  current  metliods, 

20  fonns,  processes,  and  sequence  of  events  being  followed  to 

21  achieve  its  objectives  and  goals.  .  j 

22  |d)  The  reside'nM 'facility  shall  have  a  written  st^tc- 

23  ment  of  policies  aaid  procedures  concerning  the  rights  of 

24  residents  that—  — 
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^  ( 1 )  assure  the  civU  riglits  of  all  rcsideute ; 

2  '  (2)  are  in  accordance  with  general  and  special 

3  rights  of  the  mentally  retarded  and  other  individuals  with 

4  '      developmental  disabilities  as  defined  by  the  Secretary  in 

5  accordance  with  section  201  of  this  title ;  and 

5  (3)  define  tlie  means  of  making  legal  counsel  avail- 

7  'able  to  residents  for  the  protection  of  tlieir  rights, 

g  Sec.  225.  (a)  The  residential  facility  shall  have  a 

g  written  statement  of  pohcies  and  procedures  that  protect 

10  the  financial  interests  of  residents  and  that  provided  for— 
(1)  determining  the  financial  benefits  for  which 

12  '    the  resident  is  eligible ; 

^3  (2)  assuring  that  tlie  resident  receives  the  funds  for 

14  incidentals  and  for  special  needs  fsuch  as  specialized 

15  equipment)  that  are  due  him  or  her  under  public  and  pri- 

16  vate  financial  support  programs;  and 

17  (3)  when  large  sums  accrue  to  the  resident,  pro- 

18  viding  for  counseling  of  the  resident  concerning  their 

19  use,  and  for  appropriate  protection  of  such  fluids. 

20  (b)  Procedures  in  the  major  operating  units  of  the  resi- 

21  dential  facility  shall  be  described  in  manuals  that  are  current, 

22  relevant,  available,  and  followed. 

23  ,  (c)  The  residential.facility  shall  have  a  summary  of  the 

24  laws  and  regulations  relevant  to  mental  retardation  and 
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1  other  developnieijtal  disabilities  and  to  the  function  of  the 

2  residential  facility. 

3  (d)  The  residential  facility  shall  have  a  plan  for  a  con- 

4  tinuing  management  audit  to  insure  compliance  with  State 

5  laws  and  regulations  and  the  effective  implementation  of  its 

6  stated  policies  and  procedures. 

7  SeC:  226..  (a)  A  public  residential  facility  shall  have 

8  documents  that  describe  the  statutory  basis  of  it^  existence, 

9  and  describe  the  administrative  framework  of  the  govem- 

10  mental  department  in  which  it  operates. 

11  (b)  A  private  residential  facility  shall  have  documents 
J2  *that  include  its  charter,  its  constitution  and  bylaws,  and  its 
13  State  license. 

Sec.  227.  (a)  The  governing  bodj^  of  the  residential 

^5  facility  shall  exercise  general  direction  and  shall  establish 
policies  coneeruing  the  operairon  of  the  residential  faclHty 

'^'^  and  the  welfare  of  the  individuals  served. 

(b)  The  governing  body  shall'  establish  appropriate 

19  qualifications  of  education,  experience,  personal  factors,  and 

20  skills  for  the  chief  executive  officer.  The  chief  executive  officer 

21  shall  have  had  training  and  experience  in  the  administration 

22  of  human  services.  The  chief  executive  officer  shall  have 
S'*^  administrative  al)ility,  leadership  ability,  and  an  nnacrstand- 
21  ing  of  mental  retardation  and  other  dovclopniintal  disabilities, 

23  Where  the  chief  executive  officer  is  required  aliio  to  have  had 
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^     -  02. 
"^Illl^lfiinbg  in/ a  profeseional  service  discipline,  such  training 

2  shall  be  in  a  discipline  appropriate  to  the  residential  facility's 

3  program.  • 

4  (c)  The  governing  body  shall  employ  a  chief  execu- 

5  tive  officer  so  qualified,  and  shall  delegate  to  him  or  her 

6  authority  arid  responsibility  for  the  management  of  the  affairs 

*  r 

7  of  the  residential  facility  m  accordance  with  established 

8  policies. 

9  (d)  The  diief  executive  officer  shall— 

10  .   (1 )  designate  an  individual  to  act  for  him  or  her  in 

11  his  or  her  absence; 

12  (2)  make  arrangements  so  that  some  one  mdivid- 

13  ual  is  responsible  for  the  administrative  direction  of  the 

14  residential  facility  at  all  times; 

25  (3)  when  an  assistant  chief  executive  officer  is 

IQ  employed,  the  qualifications  r5(iuired  for  this  pfosilion 

17  shall  be  in  compliance  with  those  stated  above  for  'tl^, 

18  chief  executive  officer;  and 

19  (4)  there  shall  be  on  the  premises  of  the  residential 

20  facility  at  ^11  times  a  person  designated  by  tho  chief 

21  executive  officer,  or  the  person  acting  for  him  or  her,  to 

22  be  responsible  for  the  supervision  of  the  residential 

23  facility. 

24  Sec.  228.  (a)  The  residential  facility  shall  be  admin- 

25  istered  and  operated  in  accordance  with  sound  management 

26  principles. 
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1  (b)  The  type  of  administrative  organization  H  the 

2  residential  facility  shall  be  appropriate  to  the  program  needs 

3  of  Its  residents. 

4  (p)  The  residential  facility  shall  have  a  table  of  orga- 

5  niz&tion  that  shows  the  governance  and  administrative  patr 

6  teni  of  the  residential  facility. 

7  ,  (d)  The  table  of  organization  shall  show  the  major 

8  operating  programs:of  the  residential  facility,  with  staff  di- 

9  visions,  the  administrative  personnel  in  charge  of  the  pro- 

10  grams  and  divisions,  and  their  lines  of  authority,  responsi- 

11  bility,  and  communication. 

12  (e)  The  organization  shall  provide  for  the  judicious 

13  delegation  of  administrative  authority  and  responsibility 

14  among  qualified  members  of  the  staff,  in  order  to  distribute 

15  the  adminis(xative  load  of  the  residential  facility  and  to 

16  accelerate  its  operating  efficiency. 

17  (f)  ^The  organisation  shall  be  such  Uiat  problems  rer 

18  quiring  ongoing  decisionmaking  regarding  the  welfare  of 

19  the  resident  are*^  handled  primarily  by  personnel  on  the 

20  lowest  level  competent  to  resolve  the  problem. 

21  (g)  The  orgauizjution  shall  provide  for  the  utilization 

22  of  staff  with  different  levels,  of  training  .by  using  those  with 

23  more  adequate  training  to  supervise  and  train  those  with 

24  lesser  training. 
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1  (h)  The  organization  shall  provide  cflective  channels 

2  of  conimuiiication  in  all  directions. 

3  (i)  The  residential  facility  shall  have  a  plan  for  im- 
4,  proving  the  quality  of  staff  and  services  that  shows  how  the 

5  staff  functions  by  programmatic  responsibilities  in  establish- 

6  ing  and  maintaining  standards  of  quality  for  services  to  resi- 

7  dents.  Tlie  plan  shall  show  how  the  residential  facility's  orga- 

8  nizational  structure  enables  the  following  functions; 

9  ( 1 )  determination,  of  standards  for  quaUty  of 
1^        services  to  the  residents; 

(2)  establishment  of  qualifications  for  personnel; 

12  (3)  recruitment  of  qualified  personnel; 

13  (4)  initiation  of  preservice  and  inservice  training 
■^^        and  staff  development  programs; 

1^  (5)  work  with  administrators,  supervisors,  and 

staff  of  the  administrative  units  of  tlie  residential  fa- 
cility  to  secure  and  assign  qualified  personnel  to  such 
units; 

1^  (6)  annual  evaluation  of  staff  performance; 

29  (7)  continuous  evahiation  of  program  effectiveness; 

and  ' 

22  *(8)  development  and  conduct  of  appropriate  re- 

search  activities.  . 
^      '  Sec.  229.  (a)  The  administration  of  the  residential 
facility  shall  provide  for  effective  staff  and  resident  participa- 
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1  tion  and  communication.  Staff  meetings  shall  be  regularly 

2  held.  Standing  eoinmitlcjps  appropriate  to  the  residential 

3  facility,  such  as  records,  safety,  human  rights,  utilization 

4  review,  research  review,  and  infection  and  satntation,  shall 

5  meet  regularly.  Committees  shall  include  resident  participa- 

6  tion,  whenever  appropriate.  Committees  shall  include  the 
\  participation  of  directrcare  staff,  whenever  appropriate. 

S         (b)  Minutes  and  reports  of  staff  meetings,  and  of 
9  standing  and  ad  hoc  committee  meetings  shall  include  rec- 
ords  of  recommendations  and  their  implementation,  anS  shall 
11  be  kept  and  filed.  Summaries  of  the  minutes  and  reports  of 
1^  staff  and  committee  meetings  shall  be  distributed  to  partici- 
1^  pants  and  to  appropriate  staff  members.  Various  forms  of 
•^'^  communication  (such  as  meetings,  minutes  of  meetings, 
directives,  and  bulletins)  shall  be  utilized  to  foster  under- 
standing  among  the  staff,  among  the  residents,  between,  staff 
and  residents^  and  between  residential  facility,  community, 
and  family. 

Sec.  230.  (a)  The  facility  shall  designate  a  percentage 
of  its  operating  budget  for  self-renewal  purposes,  including 
but  npt  limited  to: 

22  ^  2 )  development  of  operational  data  records ; 

23  (2)  research  on  its  own  programs; 

^  (3)  evaluation  by  qualified  persons  who  are  not  part 

^        of  the  residential  facility ; 
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1  (4)  elicitation  of  feedback  from  consumers  of  the 

2  residential  facility's  services,  or  from  their  representa- 

3  '  tives;  and 

4  ,  (5)  staS  education. 

5  (b)  The  finings  generated  by  the  foregoing  activities 
()  shall  be  actively  and  broadly  disseminated  to: 

7  (1)  all  members  of  the  residential  facility's  staff; 

8  ■  and 

9  .  '  (2)  consimier  representatives,  when  appropriate. 

/ 

10  (c)  The  residential  facility  shall  have  a  continuing  sys- 

11  tem  for  collecting  and  recording  accurate  data  that  describe- 

12  its  population,  in  such  form  as  to  permit  data  retrieval  afld 

13  usage  for  description,  programing  of  services,  and  research. 

14  Such  data  shall  include,  but  need  not  be  limited  to: 

15  (1)  number  by  age-groups,  sex,  and  race; 

16  (2),  number  grouped  by  levels  of  retardation 

17  (profound,  severe,  moderate,  mild,  and  borderline), 
.18.  according  to  the  ajjpropriate  nationally  recognized  pro- 

19  fessional  association  on  mental  de^ciency's  manual  on 

20  terminology  and  classification  in  mental  retardation; 

21  (3)  number  grouped  by  levels  of  adaptive  b^ehavior,  ^ 

22  according  to  the  appropriate  nationally  recognized 

23  professional  association  on  mental  deficiency  classifica- 

24  tio/i;  .  '  «. 

25  (4)  number  with  physical  disabilities; 
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1  .,(5)  number  ambulatory  and  nonambulatory  (mo- 

2  bile  and  nonmobile) ;  ^  ^ 

3  (0)  number  with  sensory  detects; 

4  (7)  number  with  oral  and  other  communication 

5  handicaps;  and 

6  (8)  number  witli  convulsive  disorders,  grouped  by 

7  level  of  seizure  control. 

8  Sec.  231.  The  residential  facility  shall  have  a  descrip-" 

9  Uon  of  services  for  residents  tliat  is  available  to  the. public 

10  and  that  includes  information  including  but, not  limited  to: 

11  .    (1)  ^roujftr served;  '  ^ 

12  (2)  limitations  concerning  age,  length  of  residence, 

13  OK  type  or  degree  of  handicap ; 

14  (3)  the  plap  for  grouping  residents  into  program 

15  and  living  units  ;\ 

/  16  (4)  preadmission  and  admission  services; 

17  *        (5)  diagnosis  arid  evahiation  services; 

IS  "  (6)  means  for  individual  programing  of  residents 

1!)  in  accordance  with  need ;  ^  .  • 

20  '  (7)  means  for  implementation  of  programs  for 

21  residents,  through  clearly  designated  responsibility; 

V 

22  (8)  the  therapeutic  and  developmental  envirou- 
2:i  niont  provided  the  residents;  ^nd 

24  (9)  release  and  follow-up*/^ervices  and  procedures. 

25  Sko.  232.  (a)  The  residential  ^facility  shall  provide 
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1  for  meaningful  and  extensive  consumer-representative  and 

2  public  participation,  i)y  the  fdlowing  ineans: 

^  (1)  the  policymaking  or  governing  board  (if  any) 

4  shall  include  consumers  or  tbeir^epresentativOs  (for 

5  example,  parents) ,  interested  citizens,  and  relevantly 
^    6  quahfied  professionals  presunrcd  to  beVreo  oj  conflicts 

7  of  interest; 

8  ^  .(2)  when  a  residential  facility  does  not  have  a 

9  governing  board,  its  policymaking  authority  sliall  ac- 
10*  tively  seek  advice  from  ail  advisory  bod}''  coihposed  as 

11  described  above;  .  * 

12  (3)   the  residential  facility  shall  actively  elicit 

13  feedback  from  those  consumers  of  its  services  (and  their 
34  representatives)  who  are  not  members  of  the  aforemen- 

15  tioned  governing  or  advisory  bodies; 

16  (4)  there  shall  be  an  active  program  of  regdy,  open, 

17  and  honest  communication  with  the  public.  In  structuring 

18  visits  to  the  residential  facility  by  persons  not  directly 

19  concerned  with  a  resident,  however,  steps  shall  bo  taken 

20  both  to  encourage  visitjng  and  lo  consider  the  sensibilities 

21  and  privacy  of  the  residents.  Undignified  display^  or 

22  exhibitions  of  residents  shall  bo  avoided,  and  normal 

23  sensibility  shall  be  exercised  in  speaking  abouLJi  resident; 

24  ,    (5)  personnel  shall  be  permitted  to  conmiunicate 

25  their  views  about  a  resident  and  his  needs  and  program 
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to  hi{  relatives.  Personnel  shall  be  trained  to  properly 
and  competently  assnino  this  responsibility; 

(G)  the  residential  facility  shall  maintain  active 
means-  of  keeping  residents'  families  or  surrogates  in- 
formed  of  activities  related  to  the  residents  that  may  bo 
of  interest  to  them; 

(7)  commuiiicationa.to  the  residential  facility  from 
residents*  relatives  shall  bo  promptly  and  appropriately 
handled  and  answered; 

^^^^(8jf^  close  relatives  shall  be  permitted  to  visit  at  any 
reasonable  hour,  and  witliout  prior  notice.  Steps  shall  be 
taken,  however,  m  thni  the  privacy  and  rights  of  <ho 
other  residents  are  not  infringed  by  this  practice; 

(9)  parents  and  other  visitors  shall  be  encour- 
aged  to  visit  the  living  units,  with  due  regard  for 
privacy.  There  shall  be  residential  facilities  for  visiting 
that  provide  privacy  in  the  living  unit  (but  not  special 
rooiiis  used  solely  for  visiUng)  ; 

(10)  parents,  shall  bo  j^ennittcd  to  visit  all  parts  of  * 
the  residential  facility  that  provide  ser\'iccs  to  residents; 

(11)  ,  frequent  and  informal  visits  home  shall  be 
encouraged,  and  the  regidations  of  tljo  residential  facility 
shall  encourage  ratlier  than  inhibit  such*  visitations; 

(12)  tliere  shall  bjC  an  active  citizens'  volunteer  pro- 
gram; and  <^ 

iOti  . 
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1  (13)  th(Pfesldentlal  fnellity  shall  ackuowledge  Uie 

%  need  for,  and  encourage  the  implementation  of,,advQcacy 

»  3"  for  all  residents. 

4*  (b)   A  publig  education  and  iAformatlon  program 

'  5  should' established  that  utilizes  all  communication  media, 

^6  and  all*  service,  religious,  and  civic -groups,  and  so  fortli, 

7  to  develo]^  attitudes  of  underslauding  and  acceptance  of  tlie, 

8  mentally  retarded  and  other  individuals  with  de\'€lopml}ntal 

9  disabilities  iii  all  aspects'  of  Conirauriity  living. 

10  *  Subchapter  III — Admiiiioii  and  Release 

11  Sec.  233.  No  individual  whose  needs  cannot  J)e  met  by 

12  the  residential  facility  shall  bo  admitted  to  it.  The  njunber 

13  admitted  as  residents  to  the  'residential  facility,  shall  not 

14  exceed — 

15  (1)  its  rated  capacity;  and  ' 

16  (2)  its  provisions  for  adequate  programing. 

17  Sec.  234.  (a)  TIjc  laws,  regulations,  and  procedures 

18  concerning  admissroiK  readniisston,  and  release  .shall  be  sum- 

19  marized  and  avaiUble  for  distribution.  Admission  and  re* 

20  le«5«j  procedures  shall— 

21  (1)  encourage  vohmtaty  admission,  upon  applica* 
^  tion  of  parent  or  guardian  or  self; 

23  (2)  give  e^qual  priority  to*  persons  of  comparable 

24  need,  wliether  appllcatimi  is  voluntary  or  l>y  a  poiirt; 
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1  (3)  fuciliUUc  einergency,  partial,  and  shortrtcrin 

2  residential  ttire,  where  feasible;  and  '  ^ 

3  (4)  utilize  llie  iim:{iimiin  fc^isiblC  amount  of  volun- 

4  tariness  in  cadi  individual  case. 

5  X'^o  delennination  of  legal  incompetence  shall  be 

6  .separate  from  tbo  determination  of  tlio  need  for;residential 

7  ^ervices^  mid  admission  to  tlie  residential  facility  shall  not 

8  aulomntically  imply  legal  incompetence. 

9  Sec,  235.  (a)  The  residential  facility  shall  admit  only 

10  residents  who  have  had  a  comprehensive  evaluation,  covering 

11  physical,  emotional,  social,  and  cognitive  factors,  conducted 

12  by  an  appropriately  constituted  intcrdiiciprmary  team. 

13  (b)  Initially,' ser\-icc  need  shaU  he  defined  witliout 

14  reg^\rd  to  tlie  actual  availiibilit}'  of  tlie  desirable  options. 

15  All  avaihble  and  applicable  programs  of  care,  treatment, 

16  and  training  shall  be  investigated  ^iid  weighed,  and  the 

17  deliberations  Snd  findings  recorded.  Admission  to  tlie  resi- 
18«  dential  iacility  shall  occur  only  ^^'hen  it  is  determined  to  be 
29  the  optimal  available  plan.  Where  admission  is  not  the 

20  optimal  measure,  but  must  nemtheless  be  recommended  or 

21  implemented,  its  inappropriateness  shall  be  dearly  acknowl- 

22  edged  and  plans  shall  be  initiated  for  the  continued  mnd  ao* 

23  tivo  exploration  of  alternatives. 

2i  (c)  The  intended  primary  beneficiarj^  of  the  admission 

25  shall  be  clearly  spcdSed  as— 
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1  <f-    (1)  th6  resident"; 

2  (2)  his  or  her  family; 

3,  ..V*  — ^(3.)..hi^.or  her  oommunity; 

4  ^  (4)-  society;  and 

5  (5).  any  combination  of  the  above. 

6  (d)  All  admissions  to  the  residential  facility  shall  be 

7  considered  temporary,  and,  when  appropriate,  admissions 

8  shall  be  time  limited.  Parents  or  guardians  shall  be  coun- 

9  ^seled,  prior  to  admission,  on  the  relative  advantages  and 

10  disadvantages  and  the  temporary  nature  of  residential  serv- 

11  ices  in  the  residential  facility.  Prior  to  admission,  parents  or 

\  * 

12  guardians  shall,  and  the  prospective  resident  shoaldrhave 

13  visited  tlie  residential  facility  and  the  living  unit  in  which 

14  the  prospective  resident  is  likely  to  be  placed. 

15,  Sec.  236.  (a)  A  medical  evaluation  by  a  licensed  physi- 

16  cian  shall  be  made  witliin  one  week  of  tlie  resident's  admis- 

1'^  sion.  Upon  admission,  residents*  should  be  placed  in  tlieir  pro- 

18  gram  groups,  and  they  should  be  isolated  only  upon  medical 

19  orders  issued  for  specific  reasons. 

20  ('b)  Witliin  tlie  period  J  month  iiftcr  admission  tliere 
21*  sfhallbe:                                     ,  . 

22  ^  (1)  a  review  and  updating  of  the 'preadmission 

23  evaluation; 

24,  (2)  ^a  prognosis  that  can  be  used  for  programing 

25  and  pla'cenienl; 


ERIC  .  . 

.  109 


\ 


103  ' 

'1  (3)  a  comprehensive  evaluation  and  individual 

2  program  plan,  made  by  an  interdisciplinary  teairi;* 

3  -  (4)  direct-care  personnel  shall  participate  in  the 

4  aforementioned /ictivities ; 

5  (5)  &e  results  of  thd^  evaluation  shall  be  recorded 

6  in  the  resident's  unit  record; 

7  (6)  an  interpretation' of  the  evaluation,  in  action 
•    8  "  tenns,  shall  be  made  to:                 '       ,  • 

9  (A)  the  'direct-care  personnel  responsible  ior 

10  carrying  out  the  resident's  program ; 

11  (B)  the  special  services  stafi  responsible  for 
*  12  carrying  out  the  resident's  program ;  and 

13  (0)  the  resident's  parents  or  their  surrogates. 

14  (c)  There  shall  be  a  regular,  at  least  annual,  joint  re- 

15  view  of  the  status  of  each  resident  by  all  relevant  personnel, 

16  including  personnel  in  the  living  unit,  with  program  recom- 
1'7  mendations  for  implementation.  This  review  shall  include— 

18  (ij  consideration  of  the  advisability  of  continued 

19  residence  and  alternative  programs; 

20  ,  (2)  at  the  tifhe  of  the  resident's  attaining  major- 

21  ity,  or  if  he  becomes  emancipated  prior  thereto : 

22  (A)  .the  resident's  need  for  remaining  in  the 

23  residential  facility;./ 

24  (B)  the  need  for  guardianship  of  the  resident; 
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1  (0)  the  exercise  of  the  resident's  civil  and 

2  legal  rigEts; 

3  (3)  The  results  of  these  reviews  shall  be:, 

4  (A)  recorded  in  the  resident's  unit  record; 

5  (B)  made  available  to  relevant  personnel; 

(5  (0)  interpreted  to  the  resident's  parents  or 

7  surrogates; 

8  .     (D)  interpreted  to  the  resident,  when  appro- 

9  priat^;aiid 

10  (4)  parents  or  their  surrogates  shall  be  involved 

11  in  planning  and  decisionmaking. 

12  Sec.  237,  A  physical  inspection  for  signs  of  injury 

13  or  disease  should  be  made  in  accordance  with  procedures 
1^  established  by  the  residential  facility: 

(A)  within  24  hours  prior  to  a  resident's  leaving 
residential  facility  for  vacation,  placement,  or  other 
temporary  or  permanent  release;  and 

(B)  within  24  hours  following  a  residen't's  return 

19  to  the  residential  facility  from  such  absence. 

20  Sec.  238.  (a)  At  tlie  time  of  permanent  release  or 

21  transfer,  there  shall  be  recorded  a  summary  of  findings, 

22  progress,  and  plans.  •  " 

2^  (b)  Planning  for  release  shall  include  provision  for 
24  appropriate  services,  including  protective  supervision  and 
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1  other  followup^  services,  in  the  resident's  new  environment. 

'2  Procedures  shall  be  estublished  so  that— 

3  (1)  parents  or  guardians  who  request  the  release 

4  of  a  resident  are  counseled  concerning  the  advantages 

5  and  disadvantages  of  such  release;  and 

(j.  (2)  the  court  or  other  appropriate  autlioritics  are 

7  notified  when  a  resident's  release  might  endanger  either 

8  .    the  individual  or  society. 

9  (c)  When  a  resident  is 'transf erred 4o  another  residen- 
10  tial  facility  there  shall  be— 

(1)' written  evidence  that  the  reason  for  the  trans- 

12  fer  is  the  welfare  of  the  resident;  and 

13  (2)  a  transfer  process  that  shall  insure  that  the 

14  receiving  residential  facility  will  meet  the  needs  of  the 

15  resident. 

16  '  (d)  Except  in  an  emergency,  transfer  shall  be  made 
1'?  only  with. the  prior  kno\Vledge,  and  ordinarily  tho  consent, 

18  of  the  resident  and  his  or  her  guardian. 

19  Sec.  239.  (a)  In  the  e^nt  of  any  unusual  occur- 

20  renee,  including  serious  illness  or  accidents,  impendhig 

21  death,  or  death,  the  resident's  next  of  kin,  or  the  person  who 

22  functions  in  that  capacity  (a  guardian  or  citizen  advocate) 

23  shall  be  notified  promptly  and  in  a  compassionate  manner. 

24  When  appropriate,  the  wiSies.and  needs  of  the  resident,  and 


112 


.108 
106 

1  of  the  next  of  kin,  concerning  religious  matters  shall  be 

2  determined  and,  insofar  as  possible,  fulfilled. 

3  (b)  When  death  occurs: 

4  (1)  with  the  permission  of  the  next  of  kin  or  legal 

5  guardian,  an  autopsy  shall  be  perfonned; 

6  (2)  such  autopsy  shall  be  performed  by  a  quali- 

7  Jfied~physician,  so  selected  as  toTBe^  free  of  any  conflicF 

8  of  interest  or  loyalty; 

<  9  (3)  the  family  shall  be  told  of  the  autopsy  find- 

10  ings.  If  they  so  desire ;  /md 

11  (4)  the  residential  facility  shall  render  as  much 

12  .  assistance  as  possible  in  making  arrangements  for  digni- 

13  '  fied  religious  services  and  burial,  unless  contraindicated 

14  by  the  wishes.of  the  family, 

15  (c)  The  coroner  or  medical  examiner  shall  be  notified 

16  of  deaths,  in  accordance  with  State  law, 

17  Subchapter  IV— Personnel  Policies 

18  Sec.  240.  (a)  Adequate  personnel  services  shall  be 


19  provided  by  means  appropriate  to  the  size  of  the  residential 

20  facility.  If  the  sjze  of  the  residential  facility  warrants  a 

21  personnel  director,  he  shall  have  had  several  years  of  pro- 

22  gressively  more  responsible  experience  or  training  in  person- 

23  nel  administration,  and  demonstrated  competence  in  this  area. 

24  (b)  The  residential  facility's  current  personnel  policies 

25  and  practices  shall  be  described  in  writing: 
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1  .  (1)  The  hiring,  assigiiinciit,  and  j)roiiiotioii  pf  cni- 

2  ployccs  shall  be  based  on  their  qualifications  and  abilities, 

3  without  regard  to  sex,  raee,  eolor,  ereed,  age,  irrelevant 

4  disability,  marital  status,  ethnic  or  national  brigin,  or 
•  5  membership  in  ah  organization. 

Q  (2)  Written  job  deseriptions  shall  be  available  for 

7  ,    all  positions. 

8  -  (3)  ijieensure,  eertification,  or  standards. such  , as 

9  are  required  in  .community  practice  shall  be  required  for 
10  all  comparable  positions  hi  the  residential  facility. 

XX  (4)  JEthical  standards  of  professional  conduct,,^ as 

12  developed  by  appropriate  professional  societies,  shalL^be 

13  recognized  as  applyhig  in  the  residential  facihty. 

14  (5)  There  Jjliall  be  a  planned  program  for  career 

15  development  and  advancement  for  all  categories  of 

16  personnel. 

.  17  '      (6)  There  shall  be  an  authorized  procedure,  con- 

18  sistcnt  with  due  process,  for  suspension  or  dismissal  of 

19  an  employee  for  eause. 

20  (7)  Methods  of  improving  the  welfare  and  security 

21  of  employees  shall  include: 

22  (A)  a  merit  system  or  its  equivalent; 

23  (B)  a  salary  schedule  covering  all  positions; 

24  (0)  effective  gripvancc  procedures; 
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1  "  (D)  provisions  for  vac^ltions,  holidays,  and  sick 

2  ,  leave;  '  . 

3^  (E)  provisions  for  \m\\t]i  insurance  and  retire- 

4  m'ent; 

5  (F)  provisions  for  employee  organizations; 

6  (G)  opportunities  for  continuing  educational 

7  experiences,  iilcluding  educational  leave;  and 

8  -       (U)   provisions  for  recognizing  outstanding 

9  contributions' to  the  residential  facility. 

10         (c)  A  statement  of  tlie  residential  facility's  personnel 

11*  policies  and  practices  .shall  be  av^alable  to^all  'i ts  employees. 

12  (d)  All  personnel  shall  be  initially  screened  to  deter- 

13  mine  if  they  are  capablb  of  fuililling  the  specific  job  re- 

14  quirenients.  All  personnel  shajll  be  medically  determined 

15  to  be  free  uf  tuninumicable  and  infect iuus  diseases  at  the  time 

16  uf  emplo}mcnt  and  annually  thereafter.  All  personnel  should 

17  ]ia\e  a  medical  examination  at  the  time  of  employment  and 

18  annually  thereafter.  Where  >iidicated,  psychological  assess- 
19^  mciit  should  be  included  at  the  time  of  employment  and  an- 

20  nually  thereafter. 

21  (e)  The  performance  of  each  employee  shall  be  evalu- 

22  ated  regularly  and  periodically,  and  at  least  annually.  Each 

23  such  evaluation  shall  be — 

2i  (I)  -le viewed  >vith  the  employee;  and  / 

.25      '        (2)  recorded  in  the  employee's  personnel  record. 
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1  (f)  Written  policy  shall  prohibit  niistreatmeiitf^ neglect, 

2  or  abuse  of  residents.  Alleged  viohitioiis  shall  be  reported 

3  immediately,  and  tliere  shall  be  evidence  that— 

4  (1)  ftll  alleged  violations  Jire  thoroughly  investi- 

5  gatfid; 

'6  (2)  the  .results  of  such  investigation  arc  reported 

7  to  the  chief  executive  oflTiccr,  or  his  or  her  designated 

8  Tcpresentative,  within  24  hours  of  the  report  of  the 

9  incident;  and 

10  (3)  appropriate  sanctions  are  invoked  when  the 

11  allegation  is  substantiated. 

12  SeO.  241.  (a)  Staffiing  shall  be  suflicient  so  that  the 

13  residential  facility  is  not  dependent  upon  the  use  of  residents 

14  or  volunteers  for  productive  services.  There  shall  be  a  written 

15  policy  to  protect  residents  from  e.\ploitation  when  they  are 

1^  engaged,  in  productive  work.  A  current,  written  policy  shall 
♦ 

1'^  encourage  that  residents  be  trained  for  productive,  paid 
employment.  Eesidents  shall  liot  be  involved  in  the  care 

1^  (feeding,  closing,  bathing) ,  training,  or  supervision  of  other 
residents  unless  they— 

21  (1)  have  been  specifically  trained  in  the  necessary 

22  skills; 

23,  .  (2).  have  the  humane  judgment  required  by  these 

2^  activities; 

>25  (3)  are  addquately  supervi.^ed ;  and 

26,  (4)  are  rehnbursed. 
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^  1  '    (b)  Residents  who  funetion  at  the  level  of  staff  in 

2  occupational  or -training  activities  shall —  ' 

3  (1)  have  tlie  right  to  enjoy  the  same  privileges  as 

4  staff;  and 

5  -  (2)  be-paid  at  the  legally  required  wage  level  when 
'  6  employed  in  other  than.traiiiing  situations. 

.  7  (c)  Appropriate  to  the  size  and  nature  of  the  residential 

8  faeility,  there  shall  be  a  staff  training  program  that  includes: 

9  (1)  orientation  for  all  new  employees,  to  acquaint 

10  tliem  witli  tlie  phllo'sophy,  organization,  program,  prae- 

11  tices,  and  goals  of  the  residential  facility; 

12  (2)  induction  training  for  eacli  new  employee,  so 
that  his  skills  in  workuig  witli  the  residents  are  Increased ; 

14  (3)  inserviee  training*  for  employees  ^who  hkvo  not 

15  achieved  the.desired  level  of  competence,  and  opportuni- 
16.  ties  for  continuous  inserviee  training  to  update  and  im- 

17  prove  the.skills  and  competencies  of  all  einployeos; 

18  (4)  supervisory  and  management  training  for  all 

19  employees  in,  or  candidates  for,  supervisory  positions; 

20  (5)  provisions  shall  be  made  for  all^sfaiT  members 

21  to  improve  their  competencies,  through  means,  including 

22  but  not  limited,  to — 

23  '    (A)  attending  staff  meetings; 

24  (B)  undertaking  seminars,  conferences,  work- 

25  shops,  and  institutes; 
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1  .      (C)  attending  college  and  university  courses ; 

2  (D)  visiting  other  residential  facilities; 

3  (E)  participation   in  professional  organiza- 

4  tions; 

5  ,  ^  (F)  conducting  research;  '  _ 
Q  (G)  publishing  studies; 

^  r            (H)  access  to  consultants.; 

3  (I)  access   to   current  literature,  including 

9  books,  monographs,  and  journals  relevant  to  mental 

■jLQ  retardation  and  developmental  disabilities] 

22  (6)  .  interdisciplinjiry  training  programs  shall  be 

22  stressed; 

23  ('7)  the  ongoing  stafi  development  program  should 

14  include  pilivisions  for  educating  stall  m'embers  as  re- 

15  search  consumers; 

16  (8)  where  appropriate  to  the  size  and  nature  of 

17  the  residential  facility,  there  shall  be  an  individual 
1%  designated  to  be  responsible  for  staff  development  and 

19  training,  and  such  individual  should  have— 

20  (A)  at  least  ff^masler's  degree  in  one  of  the 

f 

21  major  disciplines  relevant  to  mental  retardation  or 

22  other  developmental  disability; 

23  '  (B)  a  thorough  knowledge  of  the  nature  of 

24  mental  retardation  and  other  developmental  dis- 
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112     ,  , 

1  abilities,*  and  the  current  goals,  prograpis,  and  prac- 

2  tices  in  this  field; 

3'  .(C)  acknowledge  of  the  educational  process; 

4  (D)  an  appropriate  cohilynation  of  academic 

5  ^  training  and  relevant  experience ; 

•6  ^            (JI)  demonstiated  competence  in  organizing 

'7  ,     .  and  directing  staff  training  programs,;  and 

^  (9)  appropriate  to  the  size  and  nature  of  the  resi- 

4  .  f 

9  dential  facility,  there  should  be  adequate,  modern  educa- 

10  tipnal  media  equipment  (including  but  not  limited  to: 

11  overhead,  filmstrip,  motion  picture,  and  slide  projectors; 

12  screens;. models  and  charts;  and  video  tape  systems)  .for 

13  the  conduce  of  an  inservice  training  program. 

•^4  ((})  Working  relations  should  be  established  between. 
1^   the  residential  facility  and  nearby  colleges  and  universities 

for  the  following  purposes : 
•l*^'  (1)  making  credit  courses,  seminars,  and  work- 

shops  availablo'to  the  residential  facility's  staff; 


19 
20 
21 
22 
23 


(2)  using  residential  facility  resources  for  training 
and  research  by  colleges  and, universities ;  a;)(!.. 

(3)  exchanging  of  staff  between  the  residential  fa- 
cility  and  the  colleges  and  universities  /or  teaching,  re-* 
search,  and  consultation. 
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1  Chapter  2,— RESIDENT  LLVING 

2  ' .    Subchapter  I— Staff-Resident  Relationships  and 
;{  *^   \      »               'Activities     »  . 

*  4  ^  -  SK0.  .242.  (a)^  Th^e  primary  responsibility  of  the  livijig 

f)  unit  staff  shall  be  to  devote  their  ^attention  to  the  ci\Tc  and 

()  development  of  the  residents  as  follows : 

7  »      (1)  t-'ft^h  resident  shall  receive  appreciable^  apd 

8  ^  .  appropriate  attention  each  day  from  the  staff  in  Hhe 
\  9  living  unit;  " 

10  {2)  living  unit  personnel  shall  train  residents  in 

11  aetivitfes  of  daily  living  and  in  the  development  of  self- 
*\12  help  and  social  skills ;  <  ^                             *  * 

irf  (3)  living  unit  personnel  shall  be  respousible  for 

14  the  development  and  maintenance  of  a  warm,  family- 

15  or  home-like  environment  that  is  conducive  to  tlie 
achievement  of  optimal  development  by  the  resident; 

17  (4)  apprppriate  provision,  shall  be  inade  to  en- 

IB  sure  that  the  efforts  of  the  staff  arc  not  diverted  from 

19  these  responsibilities  by  excessive  housekeeping  and  clciv 

20  ^  ical  duties,  or  other  non-resident-care  activities;  aJid 

21  (3)    the  objective  in  stiilfing*  each  lixi^g  uuit 

22  should  be  to  maintain  reasonable  stability  in  the  assign- 

23  ment  of  staff,  tliereby  permitting  the  development  of 

24  a  consistent  inter-pers'oifal  relationship  between  each 

25  resident  and  ono  or  two  staff  members. 
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1  (l^^Members.  of  tlie  living  unit  staff  from  all  hifts  ^hall 

2  participate  with  ,an  interdisciplinary  team  in  appropriate 

3  referral^  planning,  initiation,  coordination,  implementation, 

4  foUowthrough,  monitoring,  and.  evalliation  activities  relative 

5  fo  the  care  and  development  of  the  resident 

6  (c)  There  shall  bo  specific  evaluation  and  program 
'  7  plans  for  each  resident  that  are — 

,8  (1)  available*  to  direct  care  staff  in  each  living 

9  unit;  and                       '    -  r  ... 

%0  *    /  '    (2)  reviewed  by  a  member  or  members  of  the 

11  '     interdisciplifmry  program  team  at  least  monthly,  with 

'  12  documentation  of  such  review  entered  in  the  resident's 

d!3^  record. 

14  (d)  Activity  scheliules  for  each  resident  shall  be  avail- 

15  able  to  direct  care  staff  and  shall  bo  implemented  daily  as 

16  follows:    •  •  • 

17  (1)  such  schedules  shall  not  permit  "dead  time" 

18  of  uiischeduled  activity  of  more  than  1  hour  continuous 
U9  duration;  and 

20  .  (-)  such  schedules  shall  allow  for  individidJi  or 

21  group  free  activities,  with  appropriate  riiaterials,  as  spec- 

22  ified  by  the  program  team.  '             ^  " 

23  (e)  The  rhythm  (rf  life  in  the  living  unit  shall  resemble 

24  the^^cultural  norm  lor  the  residents'  nonretarded  or  hondevel- 

25  opmentally  disabled  age^pcers,  unless  a  departure  from  tliis 
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1  rhsithm.is  justified  on  tlic  basis,  of  nlaxiinijsiiig  the  residents* 

2  hlunan. qualities.  Residents  shall  be  assigned, responsibilities 
^  3  'in  the  living  uriit^eommeiisnrate  with  their  int<xrests>  abilities,  . 

li  and-  dfivelopmental  plans,  in  ordei(  to  enhance  feelings  of 

5  selfrrespecfe  and.  to  develop  skills  of  iiidopen^nt  living.  Mul- 

6  tiplo-handicapped  and  iionanibulatUry  residents  shall — 


,7  (1)  spfend  a  jnajor  portion  of  their  waking  day  out 

8  of  bed; 

9  (2)  spend  a  portion  of  their  waking  day  out  of 

10  *'  •  their  bedroom  area; 

11  %  (3)  haYej)lanned  daily  activity  and  exerjise^pe- 
12^'  <iIods;and 

13  (4)  bp^reridered  mobile  byili^arious  methods  and 

14  devices.  '              ^           —  ^ 

•  1§  (f)  All  residents  shall  have  planned  "periods  out  of 


16  ^oors  on  a  year-round  basis.  Residents  shonja  be  instnicted 

17  in  haw  to  use,  and,^  except  as  coiitraindicatcd  for  individual 

18  residents  by  their  program  plan,  should  be  given  opportunity 
.19  for  freedom  of  movement— 

20  (1)  within  the  residential  facility's  ground;  and 

21  ,  (2)  without  the  residential  facility's  grounds. 

22  Birthdays  and  special  events  should  be  individuall};  observed. 

23  Provisions  shall  be  made  for  heterosexual  interaction, appro- 

24  priaiu  to  the  |;||idehts'  developmental  levels. 
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J  (g)  Residents'  views  and  opinions  on  matters  concerA- 
2-  it's  ^ma  should  be  elicited  alid  gtveu  consideration  in  defining 

\3  the  processes  and  Structures  that  aSect  them. 

4  '     (h}  Residents  should-  be  instructed  m»  the  free  aiid 

5  -unsupervisecb  uSe  of  communication  processes.  Except  as 
d(Bmed  individual  residents  by  team  action,  for  cause,  this 

7 .  should,  typically  include—  ^        ,      .        ^l-  • 

g  (1)  having  access  to  telephones  for  Incoming  and 

9  \    local  outgoing  calls;  *: 

10  ^           (2)  Jiaving  free-  access  to  pay  telephone?,  or  the 

W  equivalent,  for  outgoing  long  distance  calls;  ■ 

^ -^l  (3)  opening  their  own  mail  and  packages,  and 

13  generally  doing  so  without  direct  surveillance;  and 

14  (4)  not  having  their  outgoing  mail  read  by  staff, 

15  unless  requesteJ  by  the  resident 

JC  (i)  Residents  shall  be  permitted  personal  possessions, 

17  such  as  toys,  books,,  pictures,  games,  radios,  arts  and  crafts 

18  materials,  reli^ous  articles,  toiletries,  jewelry  and  letters. 

19  (j)  Regulations  shall  permit  normalized  and  iiormaliz- 

20  iiig  possession  and  use  of  money  by  residents  for  work  pay- 

21  ment  and  property  administration  as  for  example,  in 

22  performing  cash  arid  check  transactions,  and  in  buying 

23  clothing  and  other  items,  as  readily  as  other,  citizens.  In 

24  accordance  with  their  developmental  level— 

4  . 


.  119 

117  -     .  ' 

1  •  ,         (1)  /allowances  or  oppr)rtuuities  to  earn  money 

2  shall  be  available  to  residents ;  and 

3  (2)  residents  sjjiallwbe  trained  in  the  value  and 
'^i     *  use  of  money.  ,  *  * 

5  (k)  There  shall  be  provision -for  prompt  recognition 

4 

6  ,and  ^Ipprogriate  management  of  behavioral  problems  in  the 

7  livI.^'T  imit.  There  shall  be  a  written  statement  of  policies 

\  i  \ 

8  and  .procedures  for  the  coIltrol^nd  discipline  .of  residents 

9  lhatis— 

10  '      (1)  directed  to  the  goal  of  maximizing  the  growth 

11  and  developmtrul  of  the  residents; 

12  •  (2)  ava^able  in  each  living  unit;  and 

13  (3}  available  to  parent's  or  guardians. 

1^  (1)  Residents  shall  participate,  as  approprii^te,  in  the 

15  formulation  of  such  policies  and  procedures.  Copppral  punish-^ 

IS  ment  shall  not  be  permitted.  Residents  sliall^ngt  discipline 

1'^  other  residents,  except  as  part  of  an  organized  solf-govem- 

IS  in^nt  program  that  is  conducted  in  uccordance  v^tli  written 

19  policy. 

20  (m)  Seplusion,  defined  as  the  plaoomont  of  a  resident 

21  alone  in  a  locked^room,  shall  not  be  employed. 

22  (n)  Except  as  provided  in  subsection  (p),  physical 

23  '  restraint  shall  he  employed  only  when  absohitely  necessary 
2'^  to  protect  the  resident  from  injury  to  himself  and  to  others, 
^5  and  restraint  shall  not  be  employed  as  punishment,  for  the 

I2i  , 
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1  convenience  of  staff,  or  as  a  substitute  for  program.  The 

2  residential  facility  shall  have  a  written  policy  that  defines  the 

3  uses  of  restraint,  the  staff  members^  who  may  authorize  its 

4  use,  and  mechanism  for  pionitoring  and  controlling  its  iise- 
^  5  ..Orders  for  restraints  shall  not  be  in  force  for  longer  than 

6  12'^hours.  A  resident  placed  in  restraint  shall  be  checked 

7  at  least  every  30  minutes  by  staff  trained  in  the  use  of 

8  restraints,  and  a  record  of  such  checks  shall  be  kept.  Me- 

9  chanical  restraints  shall  be  designed  and  used  so  as  not  to 
10  cause  physical  injury  to  the  resident,  and  so  as  to  cause  tlio 
H  least  possible  discomfort.  Opportunity  for  motion  ,and  exer- 

12  cise  shall  be  prpvidcd  for  a  period  of  not  less  than  10  min- 

13  utes  during  each  2  hours  in  ,wliich  restrahit  is  employed. 

14  Totally  enclosed  cribs  and  barred  enclosures  shall  be  con- 

15  sidered  restraints. 

16  (o)  Mechanical  supports  used  in  normative  situations 

17  to  achieve  proper  body  position  and  balance  shall  not  bo 

18  considered  to  be  restraints,  but  shall  be  designed  and 

19  applied — 

20  (1)  under  the  supervision  of  a  qualified  profes- 

21  sional  person;  and 

22  (2)  so  as  to  reflect  concern  for  principles  of  good 

23  body  alinement,  concern  for  circulation,  and  allowance 

24  for  change  of  position. 
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1 

(p)  Chemical  restraint  shall  not  be  used  excessively, 

2 

as  punishment,  for  the  convenience  of  staff,  as  a  substitute 

3 

for  program,  or  in  quantities  that  interfere  with  a  resident's 

4 

habilitation  program* 

-  ,  5 

-    (q)  Behavior  modification  programs  involving  the  use 

^of  time-out  devices  or  the  use  of  noxious  or  aversive  stimuli 

7, 

shall  be:     -  y 

8 

(1)  reviewed  and^  approved  by  the  residential 

9 

facility's  research  review  and  human  rights  committees; 

-    -  10 

(2)  conducted  only  witih  the  c()nsent  of  the  affected 

11 

'  resident's  parents  or  surrogates ; 

12 

(3)  described  in*  written  plans  that  are  kept  on 

13 

file  in  the  residential  facility; 

14 

(4)  restraints  employed  as  time-out  devices  shall 

15 

be  applied  for  only  very  brief  periods,  only  during  con- 

16 

ditioning  sessions,  and  only  in  the  presence  of  the  trainer; 

and'  ^ 

18 

(5)  removal  from  a  situation  for  time-out  purposes 

19 

shall  not  be  for  more  than  1  hour,  and  this  procedure 

20 

shj^ll  be  used  only  during  the  conditioning  program,  and 

•  21' 

only  under  the  supervision  of  the  trainer.  ^ 

22 

1        Subchapter  II— Food  Services 

23 

SEd.  243;  (a)  Food  services  shall  recognize  and  provide 

24^ 

for  the  lihysioiogical,  emotional,  religious,  and  cultural  needs 

\ 

25 

of  etch  iWdtnt,  tlirough  proviiion  of  a  planned,  nutritionalljr 

I 
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1  adecjUate  diet.  There  shall  be  a  written  statement  of  goals, 

2  policies,  and  procedures  that — 


-J  ( 1 )  governs  all  food  service  and  nutrition  activities ; 

«  s 

4  (2)  is  prepared  by,  or  with  the  assistance  of,  a  nu- 

5  .  tritioni^t  or  dietitian ; 

6  .  (3)  is  reviewed  periodically,  as  necessary,  by  the 

7  nutritionist  or  dietitian ; 

8  '  (4)  is  in  compliance  with  State  and  local  regula- 

9  tiohs;  « > 

10  (5)  is  consistent  witli  the  residential  facility's  goals 

11  and  policies;  and 

12  (6)  is  distributed  to  residential  facility  persomiel. 
33  (b)  When  food  services  are  not  directed  by  a  nutritionist 


14  or  dietitian,  regular,  planned,  and  frequent  consultation  witli 

15  a  nutritionist  or  dietitian  should  bo  available.  Hecords  of  con- 

16  saltations  and  recommendations  shall  bo  maintained  by  the 

17  residential  facility  and  by  the  consultant.  An  evaluation  pro- 

18  cedure  shall  be  established  to  determine  the  e.Kteiit  of  implc- 

19  mentation  of  the  consultant's  recommendations, 

20  (c)  A  nourishing,  well-balanced  diet,  consistent  with 

21  local  customs,  shall  be  provided  all  residents.  Modified  diets 

22  shall  be- 

•^2ii  (1)  prescribed  by  the  resident's  program  team, 

154  with  a  record  of  the  prescription  kept  on  file; 
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1  (2)  planned,  prepared,  and  served  by  persons  who 

2  have  received  adequate  instcuction;  and 

3  (3)  periodically  reviewed  and  adjusted  as  needed. 

4  (d)  Dietary  practices  in  keeping  with  tlie  religious  re- 

'       5  quirements  of  residents'  faith  groups  should  be  observed  at  . 

6  the  request  of  parents  or  guardians.  Denial  of  a  nutritionally 

7  adequate  diet  shall  not  be  used  as  a  punishment.  At  least  thrxje 
^  8  meals  shall  be  served  daily,  at  regular  times,  with— 

9  (1)  not  more  than  a  14-hour  span  between  a  sub- 

10  stantial  evening  meal  and  breakfast  of  the  following  day, 

>   11  and 

12  (2)  not*less  than  10  hours  between  breakfast  and 

13  the  evening  meal  of  the  same  day. 

14  (e)  Eesident's  .mealtimes  shall  be  comparable  to  those 

25  nomially  obtaining,  in  tlie  community.  Provision  should  be 

-,/>  made  for  between  meal  and  before  bedthne  snaeks,  in  keeping 
lo 

27  with  the  total  daily  needs  of  each  resident.  Food  shall  he^^*--> 

2Q  served — 

'  (1)  as  boon  as  possible  after  preparation,  in  order 

20  to  conserve  nutritive  value ;  . 

22  (2)  in  an^attractive  manner; 

22  .(3)  in  appropriate  quantity; 

23  (4)  at  appropriate  temperature; 

2^  (5)  in  a  form  consistent  with  the  developme|i(al 

25  level  of  the  resident;  and 

2g  (6)  with  appropriate  utensils. 

ErJc  "  . 
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1  When  food  is  transported^  it  shall  be  done  in  a  manner  that 
.2  maintains  proper  temperature,  protects  the  food  horn  confam- 

3  illation  and  spoilage,  and  insures  the*  preservation  of  nutritive 

4  value. 

5  (f)  All  residents,  including  the  mobile  nonambulatory, 

6  shall  eat  or  be  fed  in  dining  rooms,  except  where  contra- 
7.  indicated  for  health  reasons,  or  by  decision  of  the  team  respon- 

8  sible  for  the  resident's  program.  Table  sei:yice  shall  be  pro- 

9  vided  for  all  who  can  and  will  eat  at  a  table,  including 

10  residents  in  wheelchairs.  Dining  areas  ^hall — 

11  (1)  be  equipped  with  tables  having  smooth,  im- 

12  pervious  tops  or  clean  table  coverings  may  be  used; 

13  (2)  be  equipped  with  tables,  chairs,  eating  utensils, 

14  and  dishes  designed  to  meet  the.  developmental  needs  of 

15  each  resident; 

16  -  (3)  promote  a  pleasant  and  home-like  environment 

17  that  is  attractively  /uraished  and  decorated,  and  is  of 

18  good  acoustical  quality ;  and 

19  (-4)  be  designed  to  stimulate  maximum  self-develop- 

20  ment,  social  interaction,  comfort,  and  pleasure. 

21  (g)  Dining  arrangements  shall  be  based  upon  a  rational 

22  plan  to  meet  the  needs  of.  the  residents  and  the  requirements 

23  of  their  programs.  Dining  and  serving  arrangements  should 

24  provide  for  a  variety  of  eating  experiisnccs  (for  example, 
as  CAfetiria  and  family  ityle),  aadi  when  appropriate)  for  tht 

129 
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1  opportunity  to  nmke  food  selections  with  guidance.  Unless 

2  justified  on  the  basis  of  meeting  the  program  needs  of  the 

3  particular  residents  being  served,  dining  tables  should  seat 

4  small  groups  of  residents  (typically  four  to  six  at  a  table) , 

5  preferably  including  both  sores. 

6  (h)  Dining  rooms  shall  be  adequately  supervised  and 

7  staffed,  for  the  direction  of  self-help  eating  procedures,  and  to 

8  assure  tliat  eacH  resident  receives  an  adequate  amount  and 

9  variety  of  food.  Staff  members  should  be  encouraged  to  eat 

10  with  those  residents  who  have  semi-independent  or  inde- 

11  pendent  eating  skilw.  For  residents  not  able  to  get  to  dining 
,  12  areas,  food  service  practices  shall  permit  and  encourage  maxi- 

13^  mum  self-help,  and  shall  promote  social  interaction  and  en- 

14  joyable  experiences. 

15  .Sec.  244.0  (a)  Eesidents  shall  bo  provided  with  sys- 

16  tematic  training  to  develop  appropriate  eating  skills,  utilizing 

17  adaptive  equipment  where  it  serves  tlie  developraentnl 

18  process. 

29  (b)  Hesidents  with  special  ^^ating  disabilities  shall  be 

20  pi*ovided  with  an  interdisciplinary  approach  to  the  diagnosis 

21  ^od  reniediation  of  their  problems,  consistent  with  their  de- 

22  velopmental  needs. 

23  -  (c)  Direct-care  staff  shall  be  trained  in  and  shall  utilize 

24  proper  feeding  technique.  Kesidents  shall  eat  in  an  upright 

25  poiition.  Beiidentt  ihaU  eat  in  a  zuauner  coniist^nt  with  their 
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1  developinontal  needs  (for  example,  infants  should  bo  fed  in 

2  anns,  as  appropriate) .  Eosidents  shall  be  fed  at  a  leisurely 

3  .rate,  and  the  time  allowed  for  eating  shall  be  such  as  to  per- 

4  mit  adequate  nutrition,  to  promote  the  development  of  self- 

5  feeding  abilities,  to  encourage  socialization,  and  to  provide  a 

6  pleasant  mealtime  ex-perience. 

7  (d)  Effective  procedures  for  cleaning  all  equipment 

8  and  all  areas  shall  be  followed  consistently,  Handwashing 

9  facilities,  including  hot  and  cold  water,  soap,  and  paper 

10  towels,  shall  be  provided  adjacent  to  work  areas,, 

11  Subch^ter  III--Clothin8: 

12  Sec.  245.  (a)  E<ich  resident  shall  have  an  adequate 
33  allowance  of  neat,  clean,  fashionable,  and  seasonable  clothing. 

14  (b)  Each  resident  shall  have  his  or  her  own  clothing, 

15  which  is,  when  necessary,  properly  and  inconspicuously 

16  marked  with  his  or  her  name,  and  he  or  she  shall  use  this 

17  clotliing.  Such  elofliing  shall  make  it  possible  for  residents  to 

18  go  out  of  doors  in  inclement  weather,  to  go  for  trips  or  visits 

19  appropriately  dressed,  and  to  make  a  nonnal  appearance  in 
20'  the  community. 

21  (c)  Nonambulatory  residents  shall  be  dressed  daily  in 

22  their  own  clothing,  including  shoes,  unless  contraindicated 

23  in  written  medical  orders. 

24  (d)  Washable  clothing  shall  be  designed  for  multi- 
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1  Imndicappod  residents  being  trained  in.  self-help  skills,  in 

2  acoorilance  with  individual  needs. 

3  (e)  Clothing  for  incontinent  residents  shall  be  designed 
'4  to^foster  comfortable  sitting,  crawling  or  walking,  and  toilet 

5  training. 

6  (f)  A  current  inventory  should  he  kept  of  each  refei- 

7  dent's  personal  and  clothing  items'. 

S  (g)  Residents  shall  be  trained  and  encouraged  to: 

'9  '        (1)  select  and  purchase  their  own  clothing  as 

^10  independently  as  possible,  preferably  utilizing  comma- 

11  nity  stores;  * 

12  ^  (2)  selecttheir  daily  clothing; 

13  (3)  dress  themselves ; 

14  (4)  change  their  clothes  to  suit  the  activities  in 

15  which  they  engage ;  and 

16  *  (5)  maintain  (launder,  clean,  mend)  their  cloth- 

17  ing  as  independently  as  possible. 

18  Seo.  246.  Storage  space  for  clotliing  to  which  the 

19  resident  has  access  shall  bo  provided.  Ample  closet  and 

20  drawer  space  shall  be  provided  for  each  resident.  Such  space 

21  shall  be  accessible  to  all,  including  those  in  wheelchairs. 

22  Seo.  247,  The^  person  responsible  for  the  residential 

23  facility's  resident-clothing  program  shall  be  trained  of 

24  'experienced  in  the  selection,  purchase,  and  maintenance  of 

25  clothing,  including  the  design  of  clothing  for  the  handicapped. 
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1  Subchapter  IV—Health,  Hygrienc,  arid  Grojomingr 

2  Sec.  248.  (a)  Eesidents  shall  be  trained  to  exercise 

3  maximum  independence  in  health,  hygiene^  and  grooming 
*4  practices,  including  bathing, '  brushing  teeth,  shampooing, 

5  combhig  and  brushing  hair,  shaving,  and  car.i-g  for  to.enails 

6  and'fingemails.  '  » 

7  •'(b)  Each  resident  shall  be  assisted  in  learning  normal 

8  grooming  practices  with  individual  toilet  articles  that  are 

9  appropriately  available  to  that  resident' 

10  (c)  Teeth  shall  be  brushed  daily,  with  an  effective  den- 

11  tifrice.  Individual  brushes  shall  be  properly  marke^d,  used^ , 

12  and  stored.  Dental  care  practices  should  encourage  the  use 

13  of  newer  dental  equipment,  such  as  electric  tootlibnishes  and 

14  water  picks,  as  prescribed. 

*15  (d)  Eesidents  shall  be  regularly  scheduled  for  hair 

16  cutting  and  styling,  m  an  individualized,  normalized  manner, 

17  by  trained  personnel. 

18  (e)  Tor  residents  who  require  such  assistance,  cutting 

19  of  toenails  and  fingernails  by  trained  personnel  shall  be 

20  scheduled  at  regular  intervals. 

21  (f)  Each  resident  shall  have  a  shower  or  tub  bath  at 

22  least  daily,  unless  medically  contraindicated.  Eesident's  bath- 

23  ing  shall  be  conducted  at  the  most  independent  level  possible. 

24  Eesident's^  bathhig  shall  be  conducted  with  due  regard  for 

25  .privacy.  Individual  washcloths  and  towels  shall  be  used.  A 

26  bacteriostatic  soap  shall  be  used,  unless  otherwise  prescribed. 
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1  (g)  Eemale  residents  shall  be  helped  to  attain. maxi- 

2  mum  independence  in  caring  for  menstrual  needs.  Menstrual 

3  supplies  shall  be  of  the  same  quality  and  diversity  available 

4  *  to  all  women. 

5  (h)  Every  resident  who  does*Aot  elimihate  appropri- 

6  ately  and  independently  shall  be  engaged  in  a  toilet  trairi- 

7  ing  program.  The  residential  facility's  training  program  shall 

8  be  applied  systematically  apd  regularly.  Appropriate  dietary 

9  adaptations  shall  be  made  to  promote  normal  evacuation  and 
lo"  urination.  The  program  shall  comprise  a^hierarcbj  of  pro- . 

11  cedures  leading  from  incontinence  to  independent  toiletin'g. 

12  Records  shall  be  kept  of  the  progress  of  each  resident  receiv- 

13  ing  toilet  training.  Appropriate  equipment  shall  be  provided 
i-i  for  toilet  training,. including  equipment  appropriate  for  the 

15  multiple  handicapped.  Eesidents  who  are  mcontinent  shall 

16  be  immediately  bathed  or  cleansed,  lipon  voiding  or  soiling, 

17  unless  specifically  contraindicated  by  the  ^training  program 

18  in  wjiich  they  are  enrolled,  and  all  soiled  items  shall  be 
,19  changed.  Persons  shall  wash  their  hands  after  handling  an 
20  incontinent  resident. 

.21         (i)  ^ach  living  unit  shall  have. a  properly  adapted 

22  ui  inking  unit.  Eesidents  shall  be  tiiught  to  use  such  units. 

23  Those  residents  who  cannot  be  so  taught  shall  be  given  the ' 
24.  proper  daily  amount  of  fluid  at  appropriate  intervals  ade- 
25  quate  fo  prevent  dehydration.  There  shall  bo  a  drinking  unit^ 

•  131 
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1  accessible  to,  and  usable  by,  residents  in  wheelchairs.  Spe- 

2  rt'ial  cups  and  noncollapsible  straws  shall  be  available  when 

3  needed  hj  the  multiple  handicapped.  If  the  drinking  unit 

4  employs  cups,  'only  single-us6,  *  disposable  types  shall  j)e 

5  \ised.     .  ^  •  , 
6^       (i)  Procedures  shall  be  established  for:  "* 

•7'  (I)  monthly  weighing  of_  residents,  with  greater 

8  freq^iency  foi*  those  with  special  needs;  * 

9  (2)  quarterly  measurement  of  height,  until  the 
JO     ,    age  of  maximum  growth; 

11  (3)  maintenance  of  weight  and  height  records; 

12  and 

13  (4)  every  effort  shall  be^made  to  assure  that  resi- 
1-i  /     dents  maintain  normal  weights. 

15  /  (k)  Policies  and  procedures  for  the  care  of  residents 
3<>Mwith  infections  and  contagious  diseases  shall  cdnfonri  to 
17  /  State  and  local  healtli  department  regulations. 
1^1  (1)  Ordors  prescribing  bed  rest  or  prohibiting  residents 
VJi  from  being  taken  out  of  doors  shall  l)e  reviewed  by  a  physi- 
2(j  cian  at  least  every  3  days. 

21   -     (jn)  Provisions  shall  be  made  to  furnish  and  maintain 
I   .       -  '  I 

2k  in  good  repair,  and  to  encourage  tlie  use  of^dentures,  eye- 

23  glasses,  hearing  aids',  braces,  and  so  forth,  prescribed  by 

"2*t'  appropriate  specialists.  • 

*       *  * 
2^  Subch^ter  Y— Grouping:  and  Organization  of  Living  Units 
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1  Skc,.  24<J.  (ii)  Living  unit  components  or  groupings 

2  shall  be  small  euougli  to  iusare  the  duvclopnieut  of  meaning-"' 

3  ful  interpersonal  relationships  among  residents  and  between 

4  residents  and  staff.  The  resident-Iivnig  unit  (self-contained 

5  unit  ineluding  sleepmg,  dining,  and  activity  areas)  should 

6  provide  for  not  more  than  16  residents.  Any  deviation  from 

7  this  size  .should  be  justified  on  the  basis  of  mefttmg.lheb.pr6* 

8  gram  needs  (rf  the  spe'cifie  residents  being  served.  To  maxi- 

9  mize  development,  residents  should  be  grouped  within  the 

10  living  unit  into  program  groups  of  not  more  than  eight.  Any 

11  devidti'^u  from  this  size  should  be  justified  on  the  basis  of 

12  meeting  the  program  needs  of  the  specific  residents  being 

13  served. 

14  (b)  Residential  units  or  complexes  should  house  both 

15  male  and  female  residents  to  the  c^ent  that  this  conforms 
,16  to  the  prcvidling  cultural  nomis.  Residents  pf  grossly  dif- 

17  ferent  agos,  developmental  levels,  and  Social  needs  shall  not 

18  be  housed  in  close  physical  or  social  proximity,  unless  such 
,19  housing  is  planned  to  promote  tlic  growtli  and  development 

20  of  all  those  housed  together.  Residents  who  arc  mobile-non- 

21  ambulatoryi  deaf,  blind,  or  multihandicappcd  shall  be  inte- 

22  grated  with  peers  of  comparable  social  and  intellectual  de- 

23  velopmcnt,  and  shall  not  be  segregated  on  the  basis  of  their 

24  handicaps. 
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i  (c)  The  livi^)g  unit  shall  not  be  a  self-contained  pro- 

•  ^  'gram  ifnit,  and  living  unit  activities  slmll  bo  eoordinated  with 

f ,    .  /    .  ' 

S  iecreation,  edueational,  and  babilitative  activities  in  which 

residents  engage  outside  the  living  unit,  unlei>s  eontraindi- 

5  eatcd  by  the  specifie  program  needs  of  the  particular  residents 

.6  being  served.  Each  program  group  should  be  assigned  a 

7  specific  pei^On,  who  has  responsibility  for  providing  an  orga- 

8  nized,  developmental  program  of  physical  eare,  training,  and 

9  recreation. 

10  (d)  Eesidents  shall  be*allowed  free  use  of  all  living 

11  areas  within  the  living  unit,  with  due  regard  for  i>j'ivaey  and 

12  personal  possesstons.  Each  resident  shall  have  access  to  a 
1^^  quiet,  privatp  area  where  he  can^  wi^idraw  fn)m  the  group 
11  when  not  specifically  engaged  in  structured  aciivities. 

15  (e)  Outdoor,  active  play  or  recreation  areas  shall  be 

16  readily  aeeessible  to  all  living  units. 

""IT  SujKhapter  VI— Resident-Living  Staff  ^ 

fs  Skc.  250.  (a)  There  shall  be  sufficient,  appropriately 

19  qualified,  and  adequately  trained  personnel  to  conduct  the 

,  20  resident-living  program,  in  accordance  with  the  standarJls 

^  21'  specified  in  this  section.  Iltsidont-living  personnel  shall  be 
22''nrdministrativcl^  responsible  to  a  person  whose  training  and 

23  experience  L  appropriate  to  the  program.  The  title  applied  to 

24  the  individuals  who  directly  interact  with  residents  in  the 

25  living  units  should  'be  appropriate  to  tlie  kind  of  residents 
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1  witji  ^\ilom•they  work  and  the  kind  of  interaction  in  which 

2  (hey  engage.  The  personnel  who  stall  the  Hving  units  may  he 

3  referred  to  by  a  variety  of  tcrnis,  such  as  attendants,  child 

4  care  workers,  or  cottage  parents.  The"  term  ^'psychiatric  aid'* . 

5  ,inay  be  appropriate  for  a  nnit  serving  tlie  emotionally  dis- 

6  tnrbed,  but  not  for  a  (jottage  of  well-adjaSted  children.  The*^ 

7  title  of  '^child  caR  worker"  may  be  appropriata  for  a  nursery 

8  school  group,  but  not  for  an  adult  unit.  Nurses'  aides  ai'e  ap- 
^9  proprlate  for  units  serving  sick  residents  but  not  ivell  ones. 

10  (b)  The  attire  of  resident-living  personnel  should  he 

11  appropriate  to  the  program  of  the  unit  in  which  they  work, 

12  «nd  consistent  with  attire  worn  in  the  comniuuity. 

13  (c)  When  resident-living  units  are  organized  as  recom- 

14  mended  in  subchapter  V,  and  designed  as  stipulated  in  sub- 

15  chapter  VII,  the  stalf-reddent  ratios  for  24-hour,  7-day 

16  coverage  of  such  uilits  by  resident-living  personnel,  or  for 

17  equivalent  coverage,  should  be  as  follows: 

18  (1)  for  medical  and  surgical  units,  and  Tor  units 

19  including  infants,  children  (to  puberty),  adolescents  re- 

20  ^  q«irhig  considerable  adult  guidance  and  .supervision, 

21  severely  and  profoundly  retarded  or  development  ally 

22  disabled,  moderately  and  severely  physically  liandi- 

'J 

23  capped,  and  residents  who  are  aggressive,  assaultive,  or 

24  secuHty  risks,  or  who  manifest  severely  hyperactive  or 

25  psychotic  like  behavior— 
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,  1  (A)  first  shift,  I  to  4; 

2  (B|  second  shift,  1  to  4; 

3  .  /    "  (0)  third  shift,  1  to  8;  and 

4  (D)  overall  ratio  (allowing  for  a  5-day  work 

5  week  plus  holiday,  vacation,  and  sick  time)<>  1  to  1; 

6  *    (2)  for  units  serving  mgderately  retarded  or  de- 

7  velopmentally  disabled  adolescents  and  adults  requiring 

8  habit  fcrdning — 

•  9  (A)  first  shift,  1  to  8;  * 

10  (B)  second  shift,  rto  4; 

U  (0)  thirdshift,  1  to8;and 

12  .  (D)  overall  ratio,  1  to  1,25; 

13  (3)  for  units  serving  residents  in  vocational  training 

14  programs  and  adults  who  ;5vork  in  sheltered  employment 

15  situationsr— 

16  (A)  first  shift,  1  to  16; 

17  (B)  secoiidshift,  1  to  8; 

18  (0)  third  shift,  1  to  16;  and 

19  (D)  overall  ratio,  1  to  2.5. 

20  (3)  Regardless  of  the  organization  or  design  of  resi-^ 
,  21  dent-living  units,  the  overall  staff-resident  ratios  should  be 

22  as  stipulated  above.  Regardless  of  the  organization  or  design 

23  of  resident-living  units,  the  overall  staff-resident  ratios  for 
24'  the  categories  defined  above  shall  not  bo  less  than  1  to  ^, 
25  1  to  2.5;  and  1  to  5,  respectively.  , 
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1  Subchapter  VII—Design  and  Furnishing  of  Living  Units 

2  Sec.  251.  (a)  The  design,  construction,  and  furnishing 

3  of  resident-living  units  shall*  be — 

4  (i;  appropriate  for  the  fostering  of  personal  and 

5  social  development; 

6  (2)  appropriate  to  the  program; 

7  (3)  flexible  enough  to  accommodate  variations  in 

8  ^program  to  meet  changing  needs  of  residents;  and 

9  (4)  such  as  to  minimize  noise  and  permit  com- 

10  munication  at  normal  conversation  levels. 

11  (b)  The  interior  design,  of  living  units  shall  simulate 

12  the  functional  arrangements  of  a  home  to  encourage  a  per- 

13  sonalized  atmosphere  for  small  groups  of  residents,  unless  it 
1^  has.  been  demonstrated  thai  another  anangement  is  more 
15  effective  in  maximizing  the  human  qualities  of  the  specific 

residents  bemg  served.  There  shall  be  a  minimum  of  80 

1'^  square  feet  of  living,  dining,  or  activity  space  for  each 

IS  resident.  This  space  shall  be  arranged  to  permit  resideiits  to 

1^  participate  in  different  kinds  of  activities,  both  in  groups 

20  and  singly.  Pumiture  and  furnishings  shall  be  safe,  appro- 

21  priate;  comfortable,  and  homelike. 
'  22  (c)  Bedrooms  shall: 

23  (1)  be  on  or  ab6ve  street  grade  level; 

24  (2)  be  outside  rooms; 

25  (3)  accommodate  from  one  to  foiir  i:esidents; 
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(4)  provide  at  least  GO  fcquare  feet  per  resident  in 
multiple  sleeping  roouis,  and  not  less  than  8d  sqimre  feet 
in  single  rooms; 

(5)  partitions  defining  each  bedroom  shall  extend 
from  floor  to  ceiling  ; 

(6)  doors  to  bedrooms— 

(A)  should  not  have  vision  panels; 

(B)  should  not  be  lockable,  except  where  resi- 
dents may  lock  their  own  bedrooai  doors,  as  consist- 
ent with  their  program; 

(7)  there  slfall  be  provision  for  residents  to  mount' 
pictures  on  bedroom  walls  (for  example,  by  meajis  of 
pegboard  or  cork  strips),  and  to  have  flowers,  artwork,  , 
and  other  decorations; 

(8)  each  resident  shall  be  provided  with— 

(A)  a  separate  bed  of  proper  size  and  height 
' '  for  the  convenience  of  the  resident ; 

(B)  a  dean,  comfortable  mattress; 

(0)  bedding  appropriate  for  weather  and 
climate; 

(9)  each  resident  shall  be  provided  with— 

.  (A)  appropriate  individual  furniture,  such  as 
a  chest  of  drawers,  a  table  or  desk,  and  an  indlvld- 
"ual  closet  with  dothes  racks  and  ^Mm  accessible 
to  the  resident;  ,7 
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1  (B)  a  place  of  his  or  her  own  for  personal 

2  play  eqnipinent  and  individually  prescribed  pros- 
y '3  thetic  equipment;  and  • 

4  (10)  spaee  sliall  be  provided  for  equipment  for 

5  daily  out-of-bed  activity  for  all  residents  not  yet  mobile, 

6  except  thosQ  whp  have  a  short-term  illness,  or  tliose  very 

7  '  feV  for  whom  out-of-bed  activity  is  a  threat  to  Hfe. 

<  8  ^     (3)^  Suitable  storage  shall  be  provided  for  personal 

9  possessions,  such  as  toys,  books,  pictures,  games,  radios, 

10  arts  and  crafts  materials,  toiletries,  jewelry,  letters,  and 

11  other  articles  and  equipment,  sO  that  they  are  accessible  to  the 

12  residents  for  their  use.^  Storage  areas  shall  be  available  for 

13  ofT-season  personal  helonging.s  clothing,  and  luggage. 

H  (e)  Toilet  areas,  clothes  closets,  and  otlier  facilities 

15  shall  be  located  and  equipped  so  as  to  facilitate  training  to- 

16  ward  maximum  self-help  by  residents,  including  the  severely 

17  and  profoundly  retarded  or  dcvelopmentally  disabled  and  tho 

18  multiple  handicapped  as  follows : 

19  (1)  Tvater  closets,  showers,  bathtubs,  and  lava- 

20  tones  shall  approxiptiate  normal  patterns  foundjn  homes, 
?l*  unless  si)ecifieally  eontraindicated  by  program  needs; 
22  (2)  toilets, 'bathtubs,  and-showers  shall  provide 

"  23  for  individual  privacy  (with  partitions  and  doors),  un- 

24  less  specifically  eontraindicated  by  program  needs; 
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1  .  (3)  water  closets  and  bathing  and  toiletmg  appli- 

2  ances  shall  be  equipped  for  use  by  the  physically  handi- 

3  capped; 

.4  (4)  there  shall  be  at  least  one  water  closet  of  ap- 

5  propriate  size  for  each  six  residents; 

6  (A)  at  least  one  water  closet  in  each  living 

7  ♦      unit  shall  be  accessible  to  residents  in  wheelchairs; 

8  '  (B)  each  water  closet  shall  be  equipped  with 

9  a  toilet  seat; 

20  (G)  toilet  tissue  shall  be  readily  accessible  at 

22  each  water  closet;                            '  J 

22  (5)  there  shall  be  at  least  one  lavatory  for  each 

]3  six  residents  and  one  lavatory  shall  be  accessible  to  and 

24  usable  by  residents  in  wheelchairs; 

25  (6)  there  shall  l)e  at  least  one  tub  or  shower  for 
2G  ^  each  eight  residents; 

27  (7)  there  shall  be  individual  racks  or  other  drying 

28  space  for  washcloths  and  towels;  and 

29  (8)  larger,  tilted  mirrors  shall  be  available  to  resi- 
20  dents  in  wheelchairs. 

22  (f)  Provisions  for  tho  safety,  sanitation,  and  comfort 

22  of  the  residents  shall  comply  with  the  following  require- 

23  ment§: 

♦ 

24  (1)*  each  habitable  room  shall  have  direct  outside 

25  ventilation  by  means  of  windows,  louvres,  "air-condition- 
25  ing,  or  mephanical  ventilation  horizontally  and  vertically; 
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-  (2)  each  habitable  room  shall  have  at  least  one 
window,  and  the  window  space  in  each  habitable  room 
should  be  at  least  one-oighth  {12^  percent)  of  the  flSor 
space;  ^ 

(A)  each  resident  unit  of  eight  shall  have  at 
least  one  glazed  area  low  enough  so  that  a  child  in 
Bormal  day  activities  has  horizontal  visual  access  to 
the  out  of  doors; 

(B)  the  type  of  glass  or  other  glazing  material 
used  shall  be  appropriate  to  tlie  safety  needs  of  the 
residents  of  the  unit; 

(3)  floors  shall  provide  a  resilient,  comfortable, 
attractive,  nonabrasive,  and  slip-resistant  surface.  Car- 
peting used  in  units  serving  residents  who  crawl  or 

>i 

creep  shall  bo  nonabrasive; 

(4)  temperature  and  humidity  shall  be  maintained 
within  a  normal  comfort  range* by  heating,  air-con- 
ditioning, or  otlier  means.  The  heating  apparatus 
employed  shall  not  constitute  a  burn  hazard  to  the 
residents ; 

(5)  the  temperature  of  the  hot  water  at  all  taps 
to  which  residents  have  access  shall  be  controlled,  by^ 
the  use  of  tiienaostatically  controlled  mixing  valves  or 
by  other  means,  so  tiiat  it  does  not  exceed  110  degi'ees 
Fahrenheit.  Mixing  valves  shall  be  equipped  with  safety 
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1  '   alarms  that  provide  botli  auditory  and  visual  signals  of 

2  valve  failure; 

3  (6)  emergency  lighting  of  staics  and  exits,  with 

4  automatic  switches,  shall  be  provided  in  units  housing 

5  more  than  15  residents; 

6  *     (7)  there  sliall  be  adequate  eleon  linen  and  dirty 

7  linen  storage  areas  for  each  living  unit.  Dirty  linen  and 

8  laundry  shall  be  removed  from  the  living  unit  daily; 

9  an^ 

10  •  (8)  laundry  and  trash  chutes  are  discouraged,  but^ 

11  if  installed,  such  chutes  sliall  comply  with  regulations 

12  proscribed  by  the  Secretary. 

13  -      Chapter  3.— PROFESSIONAL  AND  SPECIAL 

14  PROGRAMS  AND  SERVICES 

Subchapter  I-;-Introduction 
Sec.  252.  (a)  In  addition  to  the  resident-living  services 
otherwise  detailed  in  this  title,  residents  sliall  bo  provided 
with  the  professional  and  special  programs  and  services  de- 

19  tailed  in  this  section,  in  accordance  with  their  needs  for  such 

20  programs  and  services. 

^•^         (b)  The  professional  and  .special  programs  and  services.^ 
2^  detailed  herein  may  he  provided  by  programs  maintained  or 
2^  personnel  employed  by  the  residential  facility,  or  by  formal 
24  arrangements  between  the  residential  facility  and  other  agen- 
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1  cies  or  persons,  whereby  the  latter  tvill  provide  such  programs 

2  and  services  to  tl)o  residential  (acility's  residents  as  needed. 

3  (c)  In  accordance  with  the  normalized  prliicii)le,  all  pro- 

4  fessioual  services  to  tlie  mentally  retarded  and  other  individ- 

5  uals  with  developmental  disabilities  should  be  rendered  in  the 

6  community,  whenever  possible,  rather  than  in  a  residential 

7  facility,  and  where  rendered  in  a  residential  facility,  such 

8  services  must  be  at  least  -comparable  to  those  provided' tlie 

9  nouretarded  in  the  community. 

10  (d)  Programs  and  services  provided  by  the  residential 

11  facility  or  to  the  residential  facility  by  agencies  outside  it,  or 

12  by  persons  not  employed  by  it,  shall  meet  the  standards  for 

13  quality  of  service  as  stated  in  this  section.  Tlie  residential 

14  facility  shall  require  that  services  provided  its  residents  meet 

15  the  standards  for  quality  of  services  as  stated  in'  this  section, 

16  and  all  contracts  for  the  provision  of  such  services  sliall  stipu- 

17  late  that  these  standards  will  be  met. 

18  Sec.  2o3,  (a)  Individuals  providing  professional  and 

19  special  programs  and  services  to  residents  may  be  identified 

20  with  the  following  professions,  discipline?,  or  areas  of  service: 

21  (1)  audiology; 

22  (2)  dentistry  (including/  services  rendered  by  li- 

23  censed  denlisis,  licensed  dental  hygienists,'and  dental 

24  assistants);  ^ 

25  (8)  education; 
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1  (4)  food  and  nutrition  (including  services  rendered 

2  by  dietitians  and  nutritionists) ;  ^ 

3  (6)  Hbraiy  services; 

4  (6)  medicine  (including  services  rendered  by  li- 

5  censed  physicians,  whether  doctors  of  medicine  or  doc- 

6  •  tors  of  osteopathy,  licensed  podiatrists,  and  licensed 

7  .  optometrists) ; 

8  (7)  music,  art,  dance,  and  other  activity  therapies; 

9  (8)  nursing; 

10     '  (9)  ocpupational  therapy; 

\^  11  (10)  pharmacy; 

.12  (11)  physical  therapy; 

13  \  (12)  psychology';  ^ 

14'    \        (13)  recreation; 

\ 

15        ^ ,    (14)  religion  (including  services  rendered  by  clergy 

\ 

16f       and^religious  educators) ; 
17  ''(is)  social  work; 

'    18  (lej'  speech  pathology; 

19  (17)  vocational  rehabilitation  counseling;  and 

20  .    (18)  volunteer  services. 

21  (b)  InterdiscipHnary  teams  for  evaluating  the  resident's 


22  needs,  planning  an  individualized  hajbilitation  program  to 

23  meet  identified  needs,  and  periodically  reviewing  the  resi- 

24  dent's  response  to  his  program  and  revising  the  .program 

25  accordingly,  shall  be  constituted  of  persons  drawn  from,  or 
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1  representing,  such  of  tLo  aforcmontionQd  professions,  disci- 
2,  plines,  or  service  areas  as  are  relevant  in  each  particular 

3  case.  *  •  ^ 

4  '  (c)  Since  many  identical  or  similar  Services  or  func- 

5  tions  may  competently  be  rendered  by  mdividuals  of  dif- 

6  ferent  professions,  the  standards  in  the  following  subsec- 

7  tions  shall  be  interpreted  to  mean  that  necessary  services 

8  are  to  be  provided  in  efficient  and  competent  fashion,  with- 

9  out  regard  to  the  professional  identifications  of  the  persons 

a 

10  providing' them,  unless  only  members  of  a  smgle  profes- 

11  sion  are  qualified  or  legally  aut^iorized  to  perform  the  stated 

12  service.  Services  listed  under  the  duties  of  one  profession 

13  may,  therefore,  be  rendered  l)y  members  of  other  profes- 
•^^  sions  who  are  equipped  by  training  and  experience  to  do  so. 

(d)  Regardless  of  the  means  by  which  the- residential 
.  facility  makes  professional  services  available  to  its  residents, 
'^'^  there  shall  be  evidence  that  members  of  professional  dis- 
eiplinep  \Work  together  m  cooperative,  coordmated,  inter- 
disciplinary  fashion  to  achieve  the  objective  of  the, residential 
20  facUity. 

Sbo.  254.  Programs  and  services  and  the  pattern  of 
staff  organization  and  function  within  tl^o  residential  facility 
2^  shall  bp  focused  upon  servmg  the  individual  needs  of  resi- 
dents  and  should  provide  for— 
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'1  '        (1)   comprehensive  diagnosis  aiifl  evaluntioiu  o( 

2  each, resident  as  a^basis  for  plaiiiiiiig.  programing  and 

'  3  management; 

4  '  -(2)  design  and  implementation  of  an  individual-' 

5  ized  habilitatiou(program  to  effectively  meet  the  needs 

6  -of 'each  resident; 

7  *  (S)  regular  review,  evaluation,  and  revision,  as 

8  necessary,  of  each  indiyidualjs  habilitation  program-;. 

9  (4)  freedom  of  movement  of  individual  residents 

10  from  one  ^evel  of  achievement  to  another,  within* the 

11  facility  and  also  out  of  the  residential  facility,  through 

12  training,  habilitation,  and  placement;  and  * 

13  (5)  an  array  of  those  services  that  will  enable 

•  each  resident  to  develop  to  his  maximum  potential. 

*  Subchapter  II — Dental  Services 

1^  Sec,  255.  (a)  .  Dental  services  shall  be  provided  all 
^'^  residents  in  order  to  maximize  their  general  health  by—  1 

^      (1)  maintainhig  an  optimal  level  of  daily  oral 

^9  Wealth,  thr^igh  preventive  measures;  and 

2^  (2)  coi;recting  "existing  oral  diseases. 

21  (b)-  Dental  services  shall  oe  rendered— 

22  (1)   directly,  through  personal  ^contact  with •  all 

23  residents  by  dentists,  dental  liygienists,  dental  assistants, 
2^  dental  health  educators,  and  *  oral  hygiene  aides,  as 
25  appropriate  to  the  size 'of  the  residential  facility;  and 
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1 

(2)  indirectly,  throiigh  contact  botwc^on  dental  stafT 

2 

^  and  other  personnel  caring  for  the.  residents,  in  order  to 

3 

maintain  their  optimal  oral  health.         ^             .  ;  - 

4 

(c)  Dental  services  available  to  the  residential  facility 

5 

should  include — 

6 

(.1)  dental  evaluation  and  diagnosis; 

7 

(2)  dejtital  treatment; 

8 

(8)  comprehensive  preventive  dentistry  programs; 

9 

(4)  education  and  training  in  the  maintenance  of 

10 

oral  health'; 

11 

(5)  participation),  as  appix)priate,  by  dentists  and 

12 

dental  hygienists  in  the  continuing  evaluation  of  indi- 

13 

vidual  residents  by  interdisciphnary  teams,  to  initiate, 

14 

monitor,  and  follow  up  individualized  liabilitation  pro- 

15 

grams; 

16 

(6)  consultation  with,  or  relating  to— 

17 

(A)  residents; 

18 

1          (B)  families  of  residents; 

19 

(0)   other  residential  facility  services  and 

20 

pcrspnnel; 

21 

(7)  ,  participation,  on  appropriate  residential  fa- 

22 

eility  committees;  and                                  *  ^ 

2a 

(8)  planning  and  conducting  dental  research;  co- 

24 

operating  in  interdisciplinary  research;  and  interpret- 

•    15  j' 
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1  ^  ing,  disseminating,  and  implementing  applicable  research 

2  findings.  '    *       .  \ 

3  (d)  Comprehensive  diagnostic  services  for  all  residents 

4  sliall  include—  ^  | 

if  ^ 

5  (?)  *  complete  extra-  and  intraoral  examination, 

6  utilizing  alk-diagnostic  aids  nec'essary  to  properly  evalu- 

7  ate  the  resident's  oral  condition,  within  a  penod*  of .  I 

8  m<mth  following  admission; 

9  (2)  provision  for  kdequale  consultation^  in  dentis- 

10  try  and  other  fields,  so  as  to  properly  evaluate  the  ability 

11  of  the  patient  to  accept  the  treatment  plan  that  results 

12  ^fro^ja.^e  diagnosis;  and  -  .  ^ 

13  (3)  a  recall  system  that  will  assure  that  each  resi- 

14  dent  is  reexamined  at  specified  intervals  iii  accordance 

15  -   with  his  needs,  but  at  least  annually. 

16  .     (e)  Comprehensive  treatment  services  for  all  residents 

17  shall  include — 

18  (1)  provision  for  dental  treatment,  including  the 

19  dental  specialties  of  pedodontics,  orthodontics,  pcriodon- 

20  tics,  prosthodontics,  endodontics,  oral  surgery,  and  oral 

21  meoic-inc,  as  inu>»j^.ted;  and 

22  (2)  provision  for  emergency  treatment  on  a  24- 

23  \    hour,  7-days-a-week  basis,  by'  a  qualified  dentist. 

24  (f)  Comprehensive  preventive,dentistry  programs  should 

25  include—  \  . 
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(1)  fluoridation  oj^the  residential  facillty*s  water 
supply;    '  *  • 

(2)  topical  and  systematic  fldbride  therapj^  as  pre- 

4  t 

scribed  by  the  dentist;  ^ 

(3)  periodic  pral  prophylaxis,  by  a  dentist  or 
^derital  hygienist,  for  each  resident; 

(4)  provisions  for  daily  oral  care,  as  prescribed 
xhy  a  dentist  or  dental  hygienist,  mcluding: 

(A)  toothbriishingjand  toothbrushing  aids,  such 
as  disclosing  wafers ;  v 

(B)  tooth/flossing;  "  - 
(0)  irrigation; 

(D)  proper  maintenance   of   oral  hygtene 
equipment;  ^ 

(E)  monitoring  the  program  to  assure  its , 
.    ,  effectiveness ;  and 

(5)  provision,  wherever  possible,  of  diets  in  a 
fonn.,t})at  stimulates  chewing  and  improvement  of  oral 
h^lth. 

(g)  Education  and  training  in  the  m^ntenance  of  oral 

21  health  khall  include : 

22  \  (1)  I  continuing  inservice  training  of  living-unit 

23  personnel^  in  providing  proper  daily  oral  health  care  for 
2A        residents ; 


1 
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1  (2)  providing  dental  health  education  to  direct- 

2  care  personnel; 

3  (3)  a  dental  hygiene  program  that  includes: 

4  ^    (A)  discovery,  development,  and  utilization 
ojl  specialized  teaching  teohn.ques  that  are  effective 

6  for  individual  residents;    -  * 

7  <^{B)  importing  information  regarding  nutri- 

8  tion  and  diet  control  measures  to  residents  and' 

9  staff; 

10  (0)  mstruction  of  classroom  teasers  or  stu- 

11  dents  in  proper. oral  hygiene  methods; 

12  (D)  motivation  of  teachers  and  students  to 

13  promote  and  maintain  good  oral  hygiene; 

14  (E)  instruction  of  residents  in  living  units  in 

15  proper  oral  hygiene  methods;  and 

16  (4)  instruction  of  parents  or  surrogates  in  the 

17  '  maintenance  of,  proper  oral  hygiene,  where  appropriate 

18  (as  in  the  case  of  residential  facilities  having  day  pro-^ 

19  grams,  or  in  ilk  case  of  residents  leaving  the  residential 

20  '  facility). 

21  (10  permanent  dental  record  sdiall  he  maintained 

22  for  each  resident.  A  summary  dental  progress  report  shall 

23  be  entered  in  the  resident's  unit  record  at  stated  intervals.  , 

24  A  copy  of  the  permanent  dental  record  shall  he  provided  a 

25  residential  facility  to  which  a  resident  is  transferred. 
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4     '    (i)  When  the  residential  facility  has  its  own  dental 

2  staff,  there  should  be  a  manual  that  states  the  philosophy  of 

r 

3  the  dental  service  and^describes  all  dental  procedures  and 

4  policies.  There  shall  be  a  formal  arrangement  for  providing 

5  qualified  and  adequate  dental  services  to  the  residential 

V 

6  facility,  hicluding  care  *for  dental  emergencies  on  a  .24- 

7  hour,  7-days-a-week  basis.  A  dentist,  fully  licensed  to  prac- 

8  tice  in  the  State'^in  which  the  residential  facility  is  located, 

9  shall  be  designated  to  be  responsible  for  maintaining 

10  standards  of  professiorml  and  ethical  practice  in  the  rendering 

11  of  ..dental  services  to  the  residential  facility.  Where  appro- 

12  priate,  the  residential  facility  should,  in  addition,  have  avail- 

13  able  to  it,  and  should  utilize  *  the  program-development 
1^  consultation  serviced  of  a  qualified  dentist  who  has  experience 
15   in  the  field  of  dentistry  for  the  retarded  and  other  individuals 

wjth  developmental  disabilities. 
1^         (j)  There  shall  be  available  .  sufiicicnt,  appropriately 
1^  qualified  dental  personnel,  and  necessary  supporting  staff,  to 
1^  carry  out  the  dental  services  program.  All  dentists  providing 
2^  services  to  the  residential  facility  shall  be  fully  licensed  to 
practice  in  the  State  in  which  the  residential  facility  k 
located.  All  dental  hygienists  providing  services  to  the  resi- 
dential  facility  shall  be  licensed  to  practice  in  the  State  in 
^  which'  the  residential  facility  is  located.  Dental  assistants 
^  should  be  certified  by  an  appropriate  nationally  recognized 
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1  professional  association  or  should  be  enrolled  in  a  program 

2  leading  to  cerdficatioji.  Dental  health  educators  shall  have 

3  a  thorough  knowledge  of-^ 

4<  (1)  dental  health ;  and 

5  (2)  teaching  methods. 

6  '       (k)  Oral  hygiene  aides,  yAio  may  supplement  ^nd  pro- 

7  mole  the  proper  daily  oral  care  of  residents,  through  actual 

8  participation  and  development  of  new  methods  in  the  tooth- 

9  brushmg  program,  or  in  the  dissemination  of  oral  hygiene 
10  infonuation,  should  be — 


\11  (1)  thoroughly  trained  in  current  concepts  and 

12  procedures  of  oral  care;  and 

13  (2)  trained  to  recognize  abnormal  oral  conditions. 

14  (1)  Supporting  staff  should  include,  as  appropriate  to 

15  the  program— 

16  (1)  receptionists;, 

17  ^  (2)  clerical  personnel  tor  maintain  current  dental 
18.  records;^ 

1?  (3)  dental  laboratory  technicians  certified  by  the 

20  ftppropriate  nationally  recognized  professional  associa- 

21  lion; 

22  (4)  escort  aides;  and 

23  (5)  janitorial  or  housekeeping  personnel. 

24  (m)  All  dentists  providing  service  to  the  residential 


25  facility  shall  adhere  to  the  code  of  ethics  published  by  the 

26  appropriate  nationally  recognized  professional  association. 
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1  Sec.  256.  (a)  Appropriate  to  the  size  of  the  residential 

2  facility,  a  continuing  education  program  ^hall  be  provided 

3  that  is  designed  to  maintain  and  improve  the  skills  and 
4^  knowledge  of  its  professional  dental  personnel,  through 

5  means  including  lyit  not  limited  to :  \ 

6  (1)  preqeptor  or  otlier  orientation  programs; 

7  (2)  participation  in  seminars,  workshops,  confer- 

8  ences,  institutes,  or  college  or  university  courses,  to  the 

9  extent  of  at  least  60  clocTc  hours  annually  for  each 

10  dental  professional,  in  accordance  with  the  standards  of 

11  the  nationally  recognized  professional  dental  association 

12  and  its  component  societies ; 

13  (3)  study  leave; 

14  (4)  participation  in  the  activities  of  professional 
organizations  that  have  as  their  goals  the  furtherance  of 
expertise  in  the  treatment  of  the  handicapped; 

(5)  access  to  adequate  libraiy  resource.^  including 
■^^        current  and  relevant'  bopks  and  journals  In  dentistry, 

19  dental  liygiene,  dental  assisting,  mental  retardation,  and 

20  developmental  disabilities; 

21  (6)  encouragement  of  dentists  to  qualify  themselves 

22  .for  stafT  privileges  in  hospitals;  and 

23  (7)  sharing  of  information  concerning  dentistry  in 
its  relationship  with  mental  retardation  and  develop- 
mental  disabilities  ns  by  publication. 


24 
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1  (b)  To  enrich  and  stimulate,  the  residential  faeUity's 

2  dental  program,  and  to  facilitate  its  integration  with  com- 

3  munity  services,  the  residential  facility  with,  and  provide  edu- 

4  cational  experiences  for  the  dental-career  students  of,  dental 

5  schools,  universities,  colleges,  teejmical  schools,  and  hospitals, 

6  whenever  the  best  interests  of  the  residential  facility's  resi- 

7  dents  are  thereby  served. 

8  (c)  There  shall  be  adequate  space,  facilities,  and  equip- 

9  ment  to  meet  the  professional,  educational,  and  administta- 

10  tive  heeds  of  the  dental  service.  General  anesthesia  facilities 

11  for  d(fntal  care  shall  be  available.  The  services  of  a  certified 

12  dental  laboratory  shall  be  available.  Appropriate  dental  eon- 

13  sultation  shall  be  employed  in  the  planning,  design,  and  equi- 

14  pago.  of  new  dental  facilities,  and  in  the  modification  of  exist- 
1^  ing  facilities.  All  dental  facilities  shall  he  free  of  architectural' 
1^  barriers  for  physically  handicapped  residents. 

1'^  Subchapter  III— Educational  Services 

1^        Skc.  257.  (a)  Educational  services,  dofmcd  as  deliberate 
19  attempts  to  facilitate  the  intellectual,  sensorimotor,  and  efifec- 
tive  development  of  the  individual,  shall  be  available  to  all 
'^1  residents,  regardless  of  chronological  age,  degree  of  retarda- 
tion,  or  accompanying  disabilities  or  handicaps.  There  shall 
be  a  written  statement  of  cdiieational  objectives  that  are  con^ 
sisteiii  with  the  residential  facility's  philosophy  and  goals, 
}^  Thp  principle  tM  ]mmg  l^Cgins  nt  birth  shall  be  recog- 
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1  nlzed,  and  tlie  expertise  of  early  .cuildliood  educators  shall  be 

2  integrated  into  the  Interdisciplinary  evaluation  and  prograni- 

3  ing  for  residents.  '  "  ^ 


4  (b)  Educational  services  available  to  the  residential  fa- 
'  5   cility  shall  include  but  not  be  limited  to— 

6  /   (1)'  estabHsliiilent  and  Implementation  of  individual 

7  educational  programs  providing: 

8  ^  ■  (A)  continuous  evaluation  and  assessment  of 
,9  the  individual;     •                  *  , 

iu  (B)  programing  for  the  individual; 

11  (G)  instinictlon  of  individuals  and  groups; 

12.  (D)  evaluation  and  improvement  of  instruc- 

13  '     tlonal  programs  and  procedures; 

14  (2),partlcipnHon  in  program  development  services, 

15  including  those  relating  to : 

16  ^   (A)  resident  hablHtatlon; 

17  (B)  staff  training;  '  . 

18  (G)  community  activities; 

19,  (3)  consultation  with,  or  relating  to : 

20  '  (A)  other  programs  for  residents  and  stiiff;  ^ 

21  ''(B)  parents  of  residents; 

22  '  (G)  administration  and  operation  of  the  resi- 

23  dentlal  facility; 

24  (D)  the  community  ser\'ed  l)y  the  residential 

25  facility;  and 
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,1  (4)  research  relating   to  educational  programs, 

2  procedures,  and  techniques;  and  the  interpretation,  dis- 

3  semination,  and  application  of  applicable  research  find- 

4  "  ings. 

5  (c)  \\Tiere  appropriate,  an  educator  shall  be  a  mem- 

6  her  of  the  interdisciplinary  teams  or  groups  concerned 

7  withr-' 

8  (1)  the  total  programing  of  each  resident;  and 

9  (2)  the  planning  and  development  of  the  residen- 

10  tial  facility's  programs  for  residents. 

11  (d)  Individual  educational  evaluations  of  residents  shall: 

12  -  (1)  commence  with  the  admission  of  the  resident; 

13  '  (2)  be  conducted  at  least  annually; 

14  (3)  be  based  upon  the  use  of  empirically  reliable 

15  and  valid  instruments,  whenever  such  tools  are  avail- 

16  able; 

17  (4)  provide  the  basis  for  prescribing  an  appro- 

18  priate  program  of  learning  experiences  for  the  resident; 

19  (5)  provide  tlie  oasis  for  revising  the  individual 

20  prescription  as  needed ; 

21  (6)   the  reportuig  and  dissemination  of  evalua- 

22  tion  results  shall  bo  done  in  such  a  manner  as  to — 

23  (A)  render  the  content  of  tiie  report  mean- 

24  .  .  ingfu]  and  useful  to  its  intended  recipient  and  user; 

25  and 
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1  I       (B)  promptly  provide  information  useful  to 

2  staff  working  directly  with  the  resident. 

3  (e)  There  shall  be  written  educational  objectives  for 

4  each  resident'that  are — 

5  (1)  based  upon  coihplete  and  relevant  diagnostic 
6.        and  prognostic  data; 

(2)  stated  in  specific  ^behavioral  terms  that  permit 

8  the  progress  of  tlie  individual  to  be  assessed;  and 

c 

9  (3)  adequate  for  the  implementation,  continuing 

10  ussessrrient,  and  revision,  as  necessary,  of  an  individually 

11  prescribed  program. 

12  (f)  There  ihall  be  evidence  of  educational  activities 

13  designed  to  meet  4he  educational  objectives  set  for  every 

14  resident.  There  shall  be  a  functional  educational  record  for 

15  each  resident,  maintained  by,  and  available  to,  the  educate^. 
-16         (g)  There  .shall  be  appropriate  programs  to  implement 

17  the  residential  facility's  educational  objectives.  Wherever 

18  local  resources  permit  and  the  needs  of  the  resident  are 

19  served,  residents  should  attend  educational  programs  in  the 

20  community.  Educable  and  trainable  residents  shall  be  pro- 

21  vided  an  educational  program  of  a  quality  not. less  than  that 

22  provided  by  public  school  programs  for  comparable  pupils, 

23  as  regards ;  ^ 

24  (1)  physical  facilities; 

25  0     (2)  qualifications  of  personnel; 
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1  (3)  length  of  tlic  school  day; 

2  •  (4)  length  of  school  year; 

3  (5)  elasssize; 

4  (6)  provision  of  instruetional  materials  and  np- 

5  plies;  and 

6  (7)  availability  of  evaluative  and  other  ancillary 

7  services; 

8  (h)  Educational  programs  shall  be  provided  to  severely 


9  and  profoundly  retarded  or  developmentally  disabled  resi- 

10^  dents,  and  all  other  residents  for  whom  edjiciitional  provisions 

11  may  not  he  required  by  State  laws,  irrespective  of  age  or 

12  ability. 

13  (i)  Appropriate V educational  programs  sliall  be  pro- 

14  vided  residents  with  hearing,  vision,  perceptual,  or  motor 

15  impairments,  \n  cooperation  with  appropriate  staff. 

> 

16  (j)  Educational  programs  should  include  opportunities 

17  for  physical  education,  health  education,  musij  educafion, 

18  and  art  education,  in  accordance  with  the  needs  of  the 

19  residents  being  served. 

20  *(k)  A  full  range  of  instructional  materials  and  media 

21  shall  be  readily  accessible  to  the  educational  staff  of  the 

22  residential  facility. 

23  (1)  Educational  programs  shall  provide  coeducational 

24  experiences.  Learning  activities  in  (he  classroom  shall  be 

25  coordinated  with  activities  of  daily  living  in  the  living  units 

Er!c  161 
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1  and  with  other  programs  of  the  residential  facility  and  the 

2  community.  The  residential  facility  shall  seek  reciprocal 

3  servrces  to  and  from  the  community,  within  the  bounds  of 

4  legtility  and  propriety.  An  educational 'pfogram  operated  by 

5  a  residential  facility  shall  seek  consultation  from  educational 
\(y  agencies  not  directly  associated  with  the  residential  facility. 

^  Sec.  258.  (a)  There  shall  be  available  sufficient,  appro- 
8^  priately  qualified  edticational  personnel,  and  necessary  sup- 
9  porting  staff,  to  carry  out  the  educational  pro-ams.  Delivery 

10  of  educational  services  shall  be  Uie  responsibihty  of  a  person 

11  who  is  eligible  for — 

12  (1)  certification  as  a  special  educator  of  the  rnen- 

13  tally  retarded  or  other  individuals  with-  developmental 
1^        disabilities ;  and 

•  (2)    the  credential  required  for  a  comparable, 
supervisory  or  administrative  position  in  the  community. 
^'^         (b)  Teachers  shall  be  provided  aides  or  assistants^  as 
needed.  The  residential  facility's  educators  shall  adhere  to 

19  a  code  of  ethics  prescribed  by  the  Secretary.  Appropriate  to 

20  the  nature  and  size  of  the  residential  facility,  there  shall  be 

21  an  ongoing  program^  for  staff  development  specifically  de^^ 

22  signed  for  educators.  Staff  members  shall  be  encouraged  to 

2ii  participate  actively  in  professional  organizations  related  to 

♦  / 

\» 

24   their  responsibilities. 
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1  '     (c)  To  enrich  and  stimulate  the  residential  facility^s-^ 

2  educational  program,  and  to  facilitate  its  integration  with  • 
3 .  community  services,  opportunities  for^jntemships,'  student 

4  teachmg,  and,$ractical  exp^nendes  should  be  made  ayail- 

5  able,  in  cooperation,  with  university  teach'er-training  pro- 
6"  grams,  whenever  the  best  mterests  of  the  reside^nts  are 

7  thereby  served. 

8  Subchapter  IV— Food  and  Nutrition  Services 

9  Sec.  259.  (a)  Food  and  nutrition  services  shall  be 
10  provided  in  order  to—  ^ 

jj  (I)  insure  optimal  nutritional  status  of  each  resi- 

12  dent,  thereby  enhancing  liis  or  her  physical,  emotional, 

13  and  social  well-bemg;  and 

14  (2)  provide  a  nutritionally  adequate  diet,  m  a  form 

15  consistent  with  developmental  level,  to  meet  the  dietary 

16  needs  of  each  resident. 

17  (b)  There  shall  be  a  written  statement  of  policies  and 

18  procedures  that— 

19  (1)  describes  tlie  implementation  of  the  stated  ob- 

20  jectivqs  of  the  food  and  nutrition  services; 

21  (2)  govenis  the  functions  and  programs  of  the 

22  food  and  nutrition  services; 

23  (3)  is  formulated  nnd  periodicnlly  reviewed  by 

24  '     professional  nutrition  personnel; 
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1  -          (4)  is  prejiited  in  consultation  mth  other  profes* 

,2  sional  staff; 

.3  (5)  is  consistent  widi  the  residential  facility's  goals 

4  '  and  policies; 

5  (6)  is  distributed  and  interpreted  to  all  residential 
q  facility  persoriiiel;>and 

7  (7)  complies  wuth  State  and  local  regulations. 

8  (c)  Whenever  appropriate,  theioUowing  services  should 

9  be  provided— 

10-  (1)  initial  and  periodic  evaluation  of  the  nutri- 

21  tional  status  of  each  resident,  including— 

12 '  (A)  determination  of  dietary  requirements  and 
assessinents  of  intake  and  adequacy  through— 

14  (i)  dietary  interview;  ; 

15  (ii)  clinical  evaluation;  ^ 

16  (iii)  biocheiaical  assessment; 

17  (B)  assessment  of  ftfod  service  practices,; 

18  (C)  assessment  of  feeding  practices,  capabili- 

19  .      ties,  and  pptential; 

20  1^  (2)  maintenance  of  a  continuing  and  periodically 

21  reviewed  nutrition  record  for  each  resident;  | 

22  (3)  incorporation  of  recommiendations^ drawn  from 

23  the  nutrition  e^p^luation  into  the  total  management^  plans 

24  for  the  resident; 
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•  (4)  periodic  review  of  implementation  of  recom- 
mendations and  of  need  of  modification ; 

(5)  participation  in  the  continuing  interdiscipli- 
nary  evaluation  of  individual  residents,  for  the  purposes 
of  initiation,  monitoring,  and  followup  of  individualized 
habilitiition  programs; 

'   (6)  provision  of— 

(A)  counseling  services  to  the  individual  resi- 
dent; 

(B)  reciprocal  consultation  with  residential  fa- 
cility §taff  and  students;       *  * 

(0)  counseling  service  to  residents'  families  or . 
their  surrogates; 

(D)  nutrition  education,  on  a  continuing  basis, 
for  residents,  families  or  surrogates,  stafiF,  arfd  stu- 
dents, and  development  of  such  programs  in  co-  , 

orfination  with  vai-ious  education  programs  within* 

\ 

the  residential  facijity  and  the  conmnmily; 

(7)  coordination  of  nutrition  programs  between 

the  residential  facility  and  the  community,  including— 

(A)  development  of  awareness  of  available 

*• 

programsm  nutrition;  : 
{B)  development  of  needed  nutrition  programs; 
(CJ,  encouragement  of  participation  of  profes- 
sionals and  students  in  nutrition  programs  for  the 
mentally  retarded  and  developmentaily  disabled;  and 

A 


/ 
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1  (sj  development,  coordination,  and  direction  of/ 

2  nutrition  research,  as  well  as  cooperation  in  iiiterdisci^ 


3 


prmflry 


research.  ^ 

4  *     (d)  Pood  ser\uces  shall  include^ 

5  (l|  menu  planning; 

6  '  (2^  initiating  food  orders  or  requisitions  ; 

7  '  (3i)'  establishing  specifications  for  food  purchases, 

8  .  and  ijisiiring  that  such  specifications  are  met  ; 
.9  (4|)  storing  and  handling  of  food; 

10  (5j)  food  preparation; 

11  (6)  food  serving; 

12  (7)  maintaining  sanitary  stanflkrds  m  compliance 

13  with  S|ate  and  local  regulations ;  and 

14  ,  (8)  orientation,  ^.raining,  ay d  supervision  of  food 

15  servicei  personnel.   ,  ,  ^^.^  *' 

16  *  (e)  The  food  and^  nutrition  needs  of  residents  shall  ue 

17  met  in  accprdance  with  the  recommended  di^lary  allowances 

18  of  tlf^'food  and  nutrition  board  of  the  national  research  coun- 

19  cil,  adjusted  for  age,  sex,  actiylty,  md  disability,  through  a 

20  nourishing,  well-balai^ced'^diet.  The  total  food  intake  of  the 

21  resident  sliould  be  evaluated,  includilig  food  consumed  outside 

22  of  as  well  as  within  the  residential  facility. 

23  (f)*  Menus  shall  be  planned  toWeet  the  needs  of  the 

24  residents  in  accotdanco  with  subsection  (e) .  Menus  shall  be 

25  written  in  advance.  Tlie  daily  menu  shkll  be  posted  in  food 

\  I 
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preparation  areas.  When  changes  in  the  menu  are  necessary, 

2  sobstltutions  shwild*  be  noted  and  should  provide  equal  nu- 

3  tritive^\values.  Menus  shall  provide  suflScient  variety  of  foods 

4  served  in  adequate  amounts  at  each  meal,  and  shall  be:  ,(1) 

5  Different  for  the  same  days  of  each  week;  (2)  Adjusted  for 

6  seasonal  changes.  Records  of  menus  as  served  shall  be  filed 

7  and  maintained  for  at  least  30  days.  At  least  a  1-week  supply 

8  of  staple  foods  and  a  2-day  supply  of  perishable  foods  shall  be 

9  maintained  on  th^  premises.  Records  of  food  purchased  for 

10  pr^aration  shall  be  filed  arid  maintained  for  at  least  30  days. 

11  A  file  of  tested  recipes  adjusted,  to  appropriate  yield  should 

12  be  maintained.  ' 

13  '  (gj  -Foods .shall  be  prepared  by  methods  that—  , 
1^  (1)  conserve  nutritive^alue; 

1^  (2)  enhance  flavor;  and 

1^  "  (3)  enhance  appearance. 

^  .       (li)  Food  shall  be  prepared,  stored,  and  distributed  in 
a  manner  that  assures  a  high  quality  of  sanitation.  Effective 

19  procedures  for  cleaning  all  equipment  and  work  areas  shall 

20  be  followed  consistently.  Dishwashing  and  panwashing  shall 

21  bo  carried  out  in  compliance  with  State  and  local  health 

22  codes.  Handwashing  facilities,  includingTiot  and  cold  water, 
2^  soap,  and  paper  towels,  shall  bo  provided  adjacent  to  work 
2^  area. 
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1  (i)  When  food  is  transported,  it  shall  be  done  in  a 

2  manner  that  maintains  proper  temperature,  protects  the  food 

3  from  contamination  and  spoilage,  and  insures  the  preserva-  ' 

4  tion  of  nutritive  value.  Pood  "Storage  procedures  shall  meet 

5  State  and  local  regulationk  Dry  or  staple  food  items  shall  be 

6  'stored  at  least  12  inches  above  the  floor,  in  a  ventilated  room 

7  not  subject  to  sewage  or  waste  water  backflow,  or  contamina- 

8  tion  by  condensation,  leakage,  rodents,  or  vermin.  Perishable 

9  foods  shall  be  stored  at  the  proper  temperatures  to  preserve 

10  nutritive  values.  Pood  served  to  residents  and  not  consumed 

11  shall  be^discarded. 

12  (j)  There  shall  be  a  sufficient  number  of  competent  per- 

13  sonnel  to  fulfill  the  objectives  of  the  food  and  nutrition  serv- 
1^  ices,  including— 

15  (1)  nutritionists  or  dietitians; 

16  (2)  other  food  service  personnel; 

17  (3)  clerical  personnel; 

18  (4)  depending  upon  the  size  and  scope  of  the  resi- 

19  dential  facility,  food  and  nutrition  services  shall  be  di- 

20  rected  by  one  of  the  following— 

21  (A)  a  dietitian  who  is  eligible  for  membership 

22  in  the  appropriate  professional  dietetic  association 

23  and  preferably  eligible  for  registration  by  such 
?4  association,  or  a  nutritionist  who  has  a  master's 
25  degree  in  ftf^ods,  nutrition,  or  public  health  nutrition, 

♦ 
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who  is  eligible  for  mernbership  in  the  appropriate 
professional  dietetic  assoeiation,  and  preferably 
eligible  for  registration  by  tlie  association,  and  who, 
unless  employed  by  a  residential  facility  that  also 
employs  a  dietitian,  has  had  experienee  in  institu- 
tional food  management; 

(B)  a  food  service  manager  who  has  a  bache- 
lor's degree  hi  foods,  nutritioii,  or  a  related  field,  and 
who  receives  consultation  from  a  dietary  consultant; 

(0)  a  responsible  person  who  has  had  training 
and  experience  in  meal  management  and  service, 
and  who  receives  consultation  from  a  dietary  con- 
sultant; and 

(D)  the  person  responsible  for  food  and  nu- 
trition services  should  have  had  training  or  experi- 
ence in  providing  services  to  the  mentally  retarded, 
and  other  individuals  with  developmental  disabilities 
and  should  be  sensitive  to  their  needs; 
(5)  the  dietary  consultant  shall— 

(A)  be  eligible  for  membership  in  the  appro- 
priate professional  dietetic  assoeiation,  and  prefer- 
ably eligible  for  registration  by  such  association; 

(B)  servo  on  a  regularly  scheduled  and  fre- 
quent basis  when  no  full-time  dietitian  is  available; 
and 

\  ■ 
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1  (6)  every  person  engaged  in  the  preparation  andi 

2  serving  of  food  in  the  residential  facility  shall  have  a 

3  valid  food  handler's  permit,  as  required  by  State  or  local 

4  regulations.  No  person  who  is  afflicted  with  a  disease  in  a . 

5  communicable  stage,  or  who  is  a  carrier  of  a  communi- 

6  cable  disease,  or  who  lias  an  open  wound,  shall  work  in 

7  any  food  service  operation.  Every  person  engaged  in  the 

8  preparation  and  serving  of  food  in  the  residential  facility 
9,  shall  annually  be  medically  determined  to  be  free  of  any 

10  disease  in  a  commmiical^lc  stage.  All  dietitians  and  nutri- 

11  tionists  shall  adhere  to  the  code  of  ethics  of  the  appro- 

12  priate  professional  dietetic  association. 

13  (k)  Appropriate  to  the  sixe  of  the  residential  facility, 
1^  an  ongoing  inservice  training  program  shall  be  conducted  tliat 
15  is  designed  to  improve  and  maintain  the  skills  of  its  food  and 
1^  nutrition  services  ^taff,  through  means  such  as— 

17  (1)  seminars,  workshops,  conferences,  and  insti- 
ll tutes; 

19  (2}  college  and  university  courses; 

20  (3)  participation  in  professional  organizations; 

21  (4)  participation  in  interdisciplinary  groups; 

22  (5)  visitations  to  other  residential  facilities;  and 

23  (6)  access  to  adequate  library  resources,  including 

24  current  and  relevant  books  and  journal^  in  nutrition  and 

25  mental  retardation. 
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1  (1)  Opportunities  should  be  provided,  in  cooperation 

2  with  university  and  other  training  programs,  for  students  to 

3  obtain  practical  experience,  under  appropriate  supervision, 

4  whenever  the  best  interests  of  die  residents  are  thereby 

5  served. 

6  (m)  There  §hall  be  adequate  space,  facilities,  and  equip- 

7  mont  to  fulfill  the  professional,  educational,  administrative, 

8  operational,  and  research  needs  of  the  food  and  nutrition  serv- 

9  ices.  Dining  areas  and  facilities  for  food  storage,  preparation, 

10  and  distribution  shall  be — 

11  (1)  designed  in  cooperation  with  a  dietitian  and, 

12  when  appropriate,  with  assistance  from  a  qualified  food 

13  service  and  equipment  consultant; 

14  (2)  adequate  for  the  storage  and  preservation  of 

15  food; 

16  (3)  in  compliance  with  State  and  local  sanitation 

17  and  other  requirements; 

^    18  (4)  adequate  for  the  preparation  and  ^serving  of 

19  food;  and 

20  '  (5)  adequate  for  sanitary  storage  for  all  dishes  and 

21  equipment.^ 

22  Subchapter  V— Library  Services 

23  SEof  260.  (a)  Library  services,  which  include  the  loca- 

24  tion,  acquisition,  organization,  utilization,  retrieval,  and  de- 

25  livery  of  materials  in  a  variety  of  media,  shall  be  available 
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1  to  the  residential  facility,  m  order  to  support. and  strengthen 

2  its  total  habilitation  program  by  providing  complete  and  inte- 

3  grated  multimedia  infoimation  services  to  both  staff  and  resi- 

4  dents.  library  services  shall  make  available  to  the  residential 

5  facility  tlie  resources  of  local,  regional.  State,  and  National 

6  library  systems  and  networks..  Library  services  shall  be  avail- 

7  able  to  all  residents,  regardless  of  chronological  age,  degree  of 

8  retardation,  level  of  communication  skills,  or  accompanying 

9  '  disabilities  or  handicaps. 


10  (b)  Library  services  to  residents  shall  be  rendered — 

11  ' .  ^(Ij   directly,  through  personal  contact^  between 

12  library  staff  and  residents ; 

13  (2)  indirectly,  through  contact. between  librarians 

14  and  other  persons  working  with  the  residents,  designed 

15  to—  '     .                  .             '  } 

16  (A) .  maintain  an  atmosphere  that  reco^izes 

17  the  rights  of  the  resident  to  access  to  information 

18  and  ta  personal  use  of  library  materials  appropriate 

19  to  his  level  of  development  in  coinmunication  skills 

20  or  to  his  desire  to  conform  to  peer  groups;  and 

21  (B)  enhance  interpersonal  relationships  he- 
^22  tween  direct-care  workers  and  residents,  through  the 
23  mutual  enjoyment  of  written,  recorded,  or  oraf 
24'  ^  literature  appropriate  to  the  resident's  level  of  devel- 
25  '  opmeni  and  preference. 
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1  (c)   Library  services  available  ^to  residents  should 

2  include —  '  , 

3  (1)  assistance  in  team  evaluation  and  assessment  ^ 

4  of  the  individuars  level  of  development  in  communica-  , 

5  tion  skills,  such  as  listening,  oonvprehonsion,  reading, 

6  and  ability  to  respond  to  stimuli  in  a  wide  range'  and 

7  variety  of  media; 

8  (2)  provision  of  informational,  recreational,  and 

9  educational  materials  appropriate  to  individual  residents 

10  at  all  stages  of  development  in  communfcation  skills, 

11  including  media  to  stimulate  sensory  development,  both 

12  in  the  Hbrary  and  hi  the  hviiig  unit.  Such  materials 
1«^  should  inchulc,  hut  need  not  be  limited  to — 

1^  (A)  books,  including  picture,  juvenile,  adult, 
15  high  interest-low  vocahular}^  large  print,  and  talk- 
ie ing  books; 

1'^  (B)  magazines,  including  juvenile,  adult  pic- 

1^  torial,  and  magazines  on  talking  books; 

11)  (C)  newspapers; 

20  (D)  audiovisual  media,  including  films,  film- 

21  strips,  sHdes,  video  tapes,  audio  tapes,  and  records, 

22  and  appropriate  equipment; 

23  (E)  graphics; 

24  (P)  experience  materials,  such  as  manipula- 

25  tive  materials,  toys  and  games,  realia,  and  animals; 
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1  (3)  (Icvelopnicnt  of  programs  for  individual  or 

2  g»'*'up  cnjoyuicnt,  for  dovelopmont  of  coinmiuiication 
^    3  skills,  for  encouragoinent  and  satisfaction  of  natural  hu- 

4  man  curiosity  about  anything,  including  sex  and  the  facts 

5  of  life,  and  for  general  enhancement  of  self-image.  These 
G  -programs  should  inchulo,  hut  need,  not  be  limited  to — 

7  (A)   storytelling  With  listener  participation  * 

8  through*  games  or  other  activities; 

9  ,    *  (B)    reading   aloud,    includmg  ''readmg" 
,  10  pictures; 

11  (0)  film  or  iilmstrip  prdgrams; 

12  (D)  listening  to  recorded  media; 

13  (E)  media  discussion  groups;  ^ 

14  •  .        (^-y  library  clubs; 

15  (G)  touching,  browsing,  exploring,,  or  naming 

16  sensory  stimuli; 

17  (II)  creative  writing,  including  groiip  compo- 

18  sition  through  dictation,  tape  recording,  etc.; 

19  (I)  puppetry,  including  tlie  making  of  puppets ; 

20  (J)  creative  dramatics; 

21  (4)  opportunities  to  visit,  and  make  uso  of,  com- 

22  mnnity  library  services  and  facilities  in  the  same  manner, 

23  and  on  the  same  terms,  as  any  resident  of  the  com-' 
24:  mnnity; 
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^  1  (o)  referral  services  to  the  community  library  most 

2  convenient  to  place  of  residence  or  entployment,  when 

3  the  resident.ieaves  the  residential  faciKty;  and_ 

4  (6)  active  participation  in,  and  encouragement  of, 

5  library  programs  related  to  the  educational  and  habili- 

6  j     tative  services  of  the  residential  facility,  including  thd 

T        supplementation,  support,  a^d  reinforcement- of  school 

ft  1 

o  programs.  \ 

9  .  id)  Librarians  providing  seWces  to  residents  should 

10  act  as  advocates  on  their  behalf  if  residential  facility  policies 

11  or  community  library  policies  interfere  vi^ith  the  retarded  or 

12  developmentally  dibbled  person's  freedom  to  read  materials 

13  of  his  ovi^n  choosing  or  if  they  deny  or  abrogate  his  right  to 

information  or  access  to  library  services  of  any  kind,  in 

15  * 

accorjJance  v^^ith  the  standards  adopted  by  the  appropriate 

16 

professional  library  association. 

17 

(o)  Library  services  to  stafi  should  includo— 

18  ^ 

(1)  selection,  acquisition,  organization,  classifica- 

19 

tion,  cataloging,  procurement  through  interlibrary  Joan, 

20  .      . , 

and  dissemination  of  informational,  educational^  .and  jn- 

structional  library  materials  and  audiovisual  equipment; 

22 

(2)  provision  of  reference  and  bibliographic  mate- 

23 

rials  and  services,  literature  searches,  bibliography  com- 

24 

pilation,  indexing  and  abstracting  services,  and  other 
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guides  to  the  literature  relevant  to  mental  rietardatipn 
and  developmental  disabililiesl       — ^ 

(3)  acquisition  of -materials  for  evaluation  for  pur- 
chase; ,  ' 

(4)  provision  of  a  current  awareness  program  to 
alert  staff  to  new  materials  and  developments  in  their 
fields;  ^ 

__,(5)--orientation  to  library  services  and  functions,  i 
including  continuing  instruction  and  assistance  in  the  use 

10  \       of  informational  sources,  and  participation  in  general 

11  \     orientations  to  the  residential  facility; 

12  \  (6)  provision  of  written  and  oral  translation  sery- 

13  V  ices;^nd 

14  \        (7)  cooperation  in  mservice  training  programs  by 

15  ^  \  working  with  subject  specialists  and  by  recommendi^ig, 

16  "providing,  or  producing  materials  m  various  media.* 

17  |f)  Library  services  to  the  residential  facility  may  m- 

18  eludes  *  t  . 

19  \  (^)  provision  of  informational  materials  about  the 

20  .      residential  facility  and  mental  retardation  developmental 

21  disaljllities  in  general,  through  an  organized  collection 

22  of  resources; 

23  \      (2)  assistance  witli  such  public  relation  functions 

24  as  pre'^aring  brochures,  program  statements,  annual  re- 

25  ports,  writing  news  releases  and  feature  stories,  and 
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offering  editorial  and  research  assistance  to  "fetaff  pre- 
paring professional  books  and  papers;  and 

(3)  assistance  in  preparing  grant  applications  and 
*  report  writing.  .  -  * 

(g)  When  library  services  are  provided  In  the  resi- 
dential  facility—     "  ^ 

(1)  tliere, shall  be  ii  written  statement  of  objectives 
that  make  possible  a  well-conceived,  comprehensive, 
long-range  program  of  library  development,  consistent 
with  tlie  overall  goals  of  the  fesfdential  facility,  adapted 
to  the  needs  and  aptitudes  of  the  residents,  and  designed, 
to  be  modified  as  tlie  prograiri  of  the  residential  facility 

r 

changes; 

(2)  there  shall  be  a  separate  budget,  adequate  to 
'  carry  out  the  prograip  in  accordance  witli  stated' goals 
'  and  objectives; 

,  (3)  library  services  shall  bo  placed  within  the 
organizational  structure  of  the  residential  facility  in  such 
I  a  way  as  to  be  available  to,  and  maximally  utilized  by, 
all  relevant  services  and  programs; 
^  (4)  there  shall  be  written  policies*  covering  tlfe 
librarj^'s  day-to-day  activities,  and  the  coordination  of 
these  activities  with  those  of  other  services*  of  the  resi- 
dential facility  and  with  related  activities  in  th\ 
community;  ;  '  ' 
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1  (5)  ihero  shall  be  available  sufficient,  appropri- 

2  '      ately  qualified  staff,  and  necessary  siipportnig  personnel, 

3  to  carry  out  the  progranl  in  accor^lance  with  stated  goals 
luid  objectives;         ,  ,      .  * 

(6)  yqualifiedMibrarlan  sliall  be  responsible  for 'all 

Q  library  services.  Where  tlie  level  of  need?  for  services 

7  ddes  not  require  tlia  full-time  employment  .of  a  pro- 

8  fessional  librarian,  coverage  may  be  through  the  use  of 

9  consultant  service  or  supervisory  personnel,  through  the 
IQ  pooling  of  resources  and  the  sharing  of  services  by  Vwo 

11  or  more  residential  facilities  in  a  geographic  area,  cr 

12  through  service  supplied  through  a  regional  library 

13  system; 

14  (7)  the  librarian  shall  participate,  when  apprq- 

15  :priate,  in  the  interdisciplinary  planning,  development,  • 

16  and  evaluation  of  residential  facility  programs; 

17  (8)  the  librarian  should  coordinate  tho  purchasing 

18  of  all  print  and  nonprint  materials  for  tlie  residential 

19  facility,  and  act  as  the  residential  facility's  informed 

20  agent  in  hiitiating  tho  purchase  of  print  and  nbnprint 

21  materials,  and  the  libniry  should  serve  as  a  clearing- 

22  house  for  such  holdings; 

23  (9)  hbrarians  should  participate  in— 

24  (A)  educating  appropriate  members  of  tho 
.25  community,  concerning  the  library  needs  of  resi- 
26  dents; 
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(3)  planning,  with/ community  librarians,  the 
utilization  of  library  resources  to  optimize  resident 
-  ,   .adjustment;  I 

(C)  developing  appropriate  expectancies  and 
attitudes  within  j?ominunity  librr^rles  tiat  residents 
will  usej  -  .  ,\  ,  ^ 

(10)  appropriate  relationships  with  other  libraries 
and  community  agencies  shall  be  established  to  more 
effectively  accomplish  the  library's  service  functions; 

(11)  appropriate  to  the  size  of  the  residential  facil- 
ity, there  should  b6  a  staff  developmen/  program  de- 
signed to  maintain  and  improve  the  skills  of  library  serv- 
ices staff  through  means  such  as?— 

.(A)  staff  meetings  and  inservice  training; 
(B)   seminars,  \vorkshops,  conferences,  and 
ii^?tjtutes; . 

(0)  college  and  university  courses;  ♦ 

(D)  professional  organizations; 

(E)  participation  in  intcrdisciplinaiy  groups; 

(F)  visits  to  other  residential  facilities; 

(G)  access  to  relevant  professional  literature; 

(12)  whencvor,.,appropriate,  the  library  should 
provide  training  for  beginning  librarians,  further  the 
orientation  and  training  of  library  assisti^nts,  technicianjs^ 
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I               1  or  volunteersHand  serve  as  a  training  center  for  library' 

;               2  ,  institutes  or  workshops;  j 

\               %  *   .       (13)  library  services  should  be  located  so  as  to 

\  ^         \  1 

4  be  convenient  and  accessible  to  all  users;  I 

\        '  i 

5  j  (14)\  all  library  functions  should  be  integrated 

6  within  a  centralized  location,  whenever  this  does  not  act 

7  as  a  barrier  to  accessibility  for  any  group ; 

8  (15)  space,  physical  facilities,  and  equippient  ^liall 
^<)L  /  be  adequate  to^cafxy  out  the  program,  and  shall  comply 
10'  with  the  standards  for  library  services  ^  in  health  j  care 
11  institutions  published  by  the  appropriate-professional 

\    '12  library  associatioa  of  hospitals  and  institutions  of  the 

'        ^3  appropriate  professional  library  association;  ^ 

^          14  (16)  thl  hours  during  which  the  libraiy  is  open 

_  15  should  meet  the  requirements  of  thq  majorit)^;  of  the 

16  library's  users,  and  should  be  as  generous  as  possible;  ; 

i 

^          17'  and,               \  \ 

\          18  (17)  users  lof  library  services  shall  participate  iu 

19  the  planning  and  evaluation  of  library  programs,  by 

I           20  means  such  as  advisoiy  committe^es. 

21  (h)  If  library  services  are  provided  outside  the  resfaon- 

22  tial  facility,  there  shall  be  a  formal  ^.greement  that  stipulates 

23  lines  of  communication,  areas  of  responsibility,  and  kinds  of 

24  service. 
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1  (i)  The  individual  resi>onsible  for  maintaining  standards 

2  of  professional  and  ethical  practice  in  the  rendering  of  library 

3  services  to  the  residential  facility— 

4  (1)  shall  have  a  master's  degree  in  library  science 

5  from  a  school  accredited  by  the  recognized  national  pro- 

6  fessional  library  association ;  and 

7  •  (2)  should  have  preparation  in  a  field  relevant  to 

8  work  with  the  mentally  retarded  and  other  individuals 

9  with^developmental  disabilities. 

10  (j)  Individuals  rcndenng  library  services,  jncliiding  li- 

11  brarians,  media  specialists,  library  and  media  -  technicians, 

12  suppcrtive  staff,  and  volunteers,  shall  have  qualifications 

13  appropriate  to  their  fesponsibilities  and  duties. 

Subchapter  VI— Medical  Services 
Seo.  261.  (a)  Medical  services  shall  be  provided  in 
order  to — 

•^7  (1)  achieve  and  maintain  an  optimal  level  of  gen- 

eral  health  for  each  resident; 
1^  (2)  maximize  normal  function  and  prevent  disabil- 

2^  ity;and 

'  (3)  facilitate  the  optimal  development  of  each  resi- 
dent. 

(b)  Medical  services  shall  be  rendered— 

(1)  directly,  through  persona]  contact  between 

25 


22 
23 


phycJcJan^  md  residents;  and 
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1  (2)  indirectly,  through  contact  between  physicians 

2  and  other  persons  working  with  the  residents,  which  is 

3  designed  to  maintain  an  environment  that  recognizes  and 

4  meats  the  health,  hygiene,  sanitary,  and  nutritional  needs 

5  of  the  residents. 

6  ,(c)  Medical  services  available  to  the  residential  facil- 

7  jty  should  include — 

8  (1)  evaluation  and  diagnosis; 

9  ,  (2)  treatment; 

10  (3)  program  development  services,  including  those 

11  relating  to—  ■  ^ 

12  (A)  resident  habilitatiou; 

13  (B)  staff  training; 

14  (0)  community  participation ; 

15  (4)  consultation  with,  or  relating  to — 

16  (A)  resident^; 

17  (B)  families  of  residents; 

18  (0)  tlie  administration  and  operation  of  the 
IP  residential  facility; 

20,  (5)  medical  and  ancillary  staff  training;  and* 

21  (6)  preveotiye  health  services  for  residents  ^nd 

22  staff, 

23  ^     (d)  The  services  of  medical  and  surgical  hospitals  that. 

24  are  accredited  by  the  recognized*  national  appropriate  joint 

25  commission  on  accreditatioir  of  hospitals  shall  be  available 

182 


1  to  residents.  Only  pathology,  clinical  lal)oratory,  and  radio- 

2  logic  services  that  meet  the  hospital  accreditation  standards 

3  of  such  joint  commission*  on  accreditation  of  hospitals  shall 

4  be  utilized.  Electroenceplialogmphic  services  shall  be  avail- 

5  able  as  necessary.  There  shall  be  evidence,  such  as  may  be 

6  provided"  by  a  record  of  the  deliberations  of  a  utilization  re- 
>7  view  cominitteej  that  such  hospital  and  laboratory  services 

8  are  utilized  in  accordance  with  proper  professional  stand- 

9  ards. 


10  (e)  Physicians  shall  participate,  when  appropriate— 

11  (1)  ill  *be  continuing  mtcrdisciplinary  evaluation 

12  of  individual  residents,  for  tl?^  purposes  of  initiation, 

13  monitoring,  and  followup^of  individualized  habilitation 
programs;  and 

15  (2)  in  the  development  for  each  resident  of  a  de- 

tailed,  written  statement  of— 

1*7  '       '  {A.)  case  m'anagement  goals,  encompassmg  the 

18  areas  of  physical  and  mental  health,  education,  and 

19  functional'and  social  competence;  and  ' 

20  (B)  a  management  plan  detailing  the  various 

21  habilitation  .or' rehabilitation  modalities  that  are  to 

22  ^  applied  in  order  to  achieve  the  specified  goals, 

23  with  clear  designation  of  responsibility  for  imple- 
24*  *  mentation. 
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1  ({)  The  mnnageinenfe  plan  shall  ordhiarily  include,  hut 

2  notneeessarily  he  limited  to — 

3  (1)  the  resident's  day-to-day  activity  program; 
^4  (2)  phy>ical  rehnhilitation  to  prevent  and  correct 

5  deformity,  to  enhance  niohility^  and  to  facilitate  train- 
(j        inf^  in  solf-hel])  skills; 

7  (:).)  provision  for  adaptive  equipment  necessary  to 

8  the  rehabilitation  plan; 

9  (4)  an  educational  program ; 
t 

sio  (5)  a  vocation  and  occupational  program; 

(6)  5?tatcd  intervals  for  review  of  die  managemc:;t 
12  '      plan;  and 

JO  .  (7)  short-  and4ong-term  goals,  including  criteria 
14       .for  release. 

35         (g)  Statement  of  treatment  goals  and  management 

16  plans  shall  he  reviewed  and  updated— 

17  ( I )  as  needed,  but  at  least  annually;  and 

(2)  to  insmxv  couiinuing  appropriateness  of  the 
1()        goals,  consistency  of  nianagement  methods  witli  the 

20  goals  and  the  aehie\einent  of  progrcjis  toward  the  goals. 

21  (li)  Special  attention  shall  be  given  those  residents  who, 

22  without  active  intervention,  are  at  risk  of  further  loss  of 

23  .  function,  by  means  jhat  include— 

24  ( 1 )  early  diagnosis  of  disease ; 
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1  (2)   prompt  treatment  in  the  early  stages  of 

2  ^     disease;  / 

3  .   (3)  limitation  of  disability  by  arresting  the  dis- 

4  ease  process; 

5  (4)  prevention  of  complications  and  sequelae; 

6  and  ^ 

7  (5)   rehabilitation  services  to  raise  the  affected 

8  Individual  to  his  of  her  greatest  possible  level  of  func- 

9  tion,  in  spito  of  his  or  her  handicap,  by  maximizing  the 

10  use  of  his  or  her  remaining  capabilities. 

11  (i)    Preventive  health   services   to   residents  shall 

12  include — 

13  .  (1)  means  for  the  prompt  detection  and  referral 

14  of  health  problems,  through  adequate  medical  surveil- 

15  lance,  periodic  inspection,  and  regular  medical  examina- 

16  tion; 

17  .  (2)  annual  physical  examinations,  that  include— 

18  (A)  examination* of  vision  and  hearing; 

39  (B)   routine  screening  laboratory  exainina- 

20  tions,  as  determhied  by  the  physician,  and  special 

21  studies  when  the  index  of  suspicion  is  high; 

22  (3)  maintenance  of  a  graphic  record  of  height  and 

23  weight  for  each  resident,  in  a  form  that  permits  ready 

24  reference  to  standardized  norms ; 
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1  '  "  (4)  immunizatious-,  ^mg  as  a  guide  the  recom- 

2  mendations  of  tlio  United  States  Pubilc  Health  Service 

3  Advisory  Committee  on  Immunization  Practices  and  vi 

4  the  appropriate  committee  on  the  control  of  infectious 

5  diseases  of  the  appropriate  medical  specialty  assocktion; 

6  (5)  tuberculosis  control,  in  accordance  witli  the  rec- 

7  ommendations  of  the  appropriate  medical'  specialty  as- 

8  sociation  as  appropriate  to  the  residential  facility's  popu- 

9  '  lation;  and* 

IQ  -           (6)  reporting  of  communicable  diseases  and  ill- 

11  fections  in  accordance  with  law. 

12  (j)  Preventive  health  services  to  staff  shall  include—' 

(1)  preemployment  physical  examinatibns;  hi\A 

14  (2)  surveys  for  the  detection  and  ptevenlion  6f 

15  "      communicable  diseases. 

16  (k)  There  shall  be  a  formal  arrangement  for  qimlified 

17  medical  care  for  tlie  residential  facility,  including*  care  for 

18  medical  emergencies  on  a  24-hour,  7-days-a-week  basis.  A. 

19  physician,  fully  licensed  to  practice  medicine  in  the  State  ill 

20  which  the  rcsiocntial  facility  is  located,  shall  be  designated  td' 

21  be  responsible  for —  ^  J- 

22  (1)   maintaining  standards  of  professional  aild: 

23  ethical  practice  in  the  rendering  of  medical  services  in  the 

24  residential  facility;  and 
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1  (2)  maintaining  the  general  health  conditions  and 

2  practices  of  the  residential  facility  and/or  system  of 

3  health  services/ 

4  Each  resident  shall  have  a  personal  (primary)  physician, 

5  who  maintains  familiarity  with  his  state  of  health  and  with 

6  conditions  within  the  residential  living  unit  that  bear  oa  his 

7  health.  Qualified  medical  specialists  of  recognized  profes- 

8  sional  ability  sliall  be — 

9  ^    \^     (1)  available  for  a  broad  range  of  speeialized  eare 

10  and  consultation;  and 

11  [2)  appropriately  used. 

12  (1)  Appropriate  to  the  size  of  the  residential  facility, 
i:)  an  ongoing  inserviee  training  program  shall  be  conducted 

14  tha/is  designed  to  maintiiin  and  improve  the  medical  skills  of 

15  its  physicians  and  their  knowledge  A  development  disabili: 

16  ties,  through  methods  sueh  as  staff  seminars,  outside  speakers, 

17  attendance  at  professional  medical  meetings,  and  informa- 

18  tional  exchanges  with  universities  and  teaching  hospitals. 

19  (m)  There  shall  be  adequate  space,  facilities,  and  equip- 

20  nicnt  to  fulfill  the  professional,  educational,  and  adminis- 

21  trative  needs  of  the  medical  service. 

22  Subchapter  VII — Nursing  Services 

23  Skc.  262.  (a)  Ecsidents  shall  be  provided  with  nursing 

24  services,  in  accordance  with  their  needs,  in  order  to — 
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J  ,  (1)  develop  and  maintain  an  environment  that 

2  will  meet  their  total  health  needs; 

3  (2)  foster  optimal  heahh; 

4  (3)  encourage  maximum  self-care  and  independ- 
5 '  euce;an4 

Q  (4)  provide  skilled  nursing  caro  as  needed. 

rj  (b)  There  ishall  be  a  written  statement  of  nursing  phi- 

8  losophy  and  objectives  that  are  consistent  with  the  purpose 

9  of  the  residential  facility  and  that  give  direction  to  the  nursing 

10  program.  N^iirsing  personnel  shall  tie  responsible  for  the 

11  formulation,  review,  and  revision  of  the  philosophy  and 

12  objectives.  The  philosophy  and  objectives  shall  be — 

13  (1)  distributedjo  all  nursing  personnel;  and 

14  (2)  made  available  and  -interpreted  to  all  other 

15  personnel. 

16  (c)  Nursing  services  should  be  provided  through'— 
17.  (1)  direct  nursing  intervention; 

18  (2)  instruction  and  supervision  of  residential  facil- 

19  •  ity  stall  rendering  nursing  care ; 

20  (3)  supporting,  counseling,  and  teaching  the  resi- 

21  dent,  his  or  her  family,  and  his  or  her  direct-care  staff, 

22  at  the  residential  facility  i./  in  the  home ; 

23  .   (4)  consultation  and  foUowthrough  in  the  interest 

24  of  the  resident;  and 
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11)  '  •  ,  participation  on  appropritite  residential  facil- 

2  ity  committees, 

3  (d)  Nursing  servicQS  to  residents  shall  include,  when 
^,  Mappropriate— 

^         5  (1)  professional  nurse  participation  in— 

6  .(A.)  the  preadinissioa  evaluation  study  and 

7  .    ^  plan^; 

.8.,^  .        ,      (B)  the  evaluation  study,  program,  design, 
*    '   ^^V-    ^      and  placement  of  the  resident  at  the  time  of  admis- 
JO     *        sion^to  the  residential  faciUty;. 
,11  (0)  the  peribdia  rcevaluation  of  the  type,  ex- 

12  tent,  and  quality  of  services  and  programing; 

13  '    ^     -    I  (D)  tlie  develojpment  of  discharge  plans; 

H  .(E)  the  referral  to  appropriate  community 

15  resoiurces; 

16  ,         (2)  services  directed  toward  the  promotion  of 

17  healtli,  including^ 

p     18  (A)  observation  and  assessment  of  the  dcvel- 

19  opmental  functioa  of  the  resident,  within  his  or  her 

20-  environment; 

21  (B)  training  in  habits  of  personal  hygiene; 

,    22  (0)  family  life  and  sex  education;  , 

23  (D)  safety  education; 

24  (E)   control  of  *  communicable  diseases  and 

25  Infections,  through — 
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1       '         /      (i),  identification  and  assessment; 


/ 


/ 


2  /    *  •      (ii)  reporting  to  medical  authority; 

3  .  (iii)  implementation  of  ^'appropHate  pro- 
^  4  tective  And  preventive  measures; 

5  /  (F)  development  of  a  written  plan Jor  nursing 

6  -      action,  in  relation  to  the  total  liabilitation  program; 

7  (G)  modification  of  the  nursing  plan,  in  terms 

! 

8  of  the  resident's  daily  needs,  at  least  annually  for 

9  adults  and  more  frcqu^ntl^.  for  children,  in  accord- 

10  ance  with  developmental  chahges; 

11  (3)  participation  in  the  prevention  of  disability  for 

12  ,      all  residents,  witli  special  atteiitioato  those  residents  who 

13  exhibit  fhe /lowest  level  of  functional  development 


^  ^4  _/;^r,n\cladmg— * 

15  V     :  ;     (A)  nursing  assessment  of  the  functional  level 

16  i"'    N .  o!  development ; 

^^17;, •  M  *    (B)  development,  implementation,  and  co(^rdi- 

18  nation  of  a  plan  to  maintain  and  encourage  optimal 

19  level  of  function,  with  written  provision  far  direct 

20  and  indirect  nursing  intervention;  and 

21  (4)  planned,  intensive  nursing  care  for  every  resi- 

22  dent  who  is  medically  determined  to  be  ocutely  ill. 

23  ft    (e)  A  professional  nurse  shall  participate,  as  appropTi- 

24  ate,  in  the  planning  and  implementation  of  training  of  resi- 
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deutial  facility  pei^uiiuel.  Diicct-caic  percjoiiHcl  iAuxW  be 
traincji  in — 

(1)  detecting  signs  01  illness  or  dysfuudiuii  that 
w'tintint  luedical  or  uui^sing  iiiterveutioii; 

(2)  basic  skills  required  to  meet  the  health  needs 
and  problems  of  tliOTesideiits;  and " 

(3)  Rrst  aid  in  the  presence  of  accident  or  illness. 

(f)  Qnaliiied  nurses  shall  ho  encouraged  to  become  in- 
volved in — 

(1)  initiating,  conducting,  and  evulnatiug  nursing 
research; 

(2)  evaiuuting  and/  applying  relevant  research 
fifuliiigs  for  the  beneiit  of  jesideuts; 

(3)  formulating^  the  policies  governing  research 
in  the  residential  facility  ;.and 

(•i)  serving  as  resource  persons  to  schools  of  nurs- 
ing, and  to  public  heaRli  nursing,  and  related  agencies. 

(g)  There  shall  bo  uN^ailablc  suilicieut,  appropriately 


qualified  nui*bing  start,  whiclj  nuiy  include  currently  licensed 
^practical  nurses  and  other  suj[)porting  personnel,  to  carry  out 
the  various  nursing  service  ^activities.  A  registered  profes- 
sional nurse  shall  be  designate  us  being  responsible  for  main- 
taining standards  of  professi  nial,  legal,  and  ethical  practice 
in  the  delivery  of  nursing  sendees  according  to  the  needs  of 
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.  1  the  rcjiiueuts.  The  huliviihial  re.spoubible  for  the  delivery  of 

/ 

2^  nursing  services— 

3  (1)  should  have, at  least  a  nmster.'s  degree  in  nurs- 

4..  ing;and 

5  (2)  shall  have  knowledge  and  experience  in  the 

C        field  of  developmental  disabilitiesr---^ 

7  (h)  Nursing  service  personnel  at  all  levels  of  experience 

8  and  \jonipctcncc  shall  be —  ; 

,  9  V  (1)   assigned  responsibilities  in  accordance  with 

10  their  qualificalions;   ,  v  . 

11  (2)  |de|^gatcd  authority  eonnnensurate  with  their 

12  r(?sponsibnitAV;and  ,  ' 

13  (3)/  ^providcd  appropriate   professional  nursing 

14  supervision  i 

15  (i)  Organized  nursing  services  and  professional  nurse 

16  ,'practitioncrs  should  have  recourse  to  qualified  and  appro- 
<1'7  priatc  consnjtation  as  needed.  All  professional  llurses  shall 

18  be. familiar  .\vith,  and  adhere  to,  the  code  of  ethics  publislicd 

19  by  the  appropriate  nationally  recognized  professional  nui-scs' 

20  association. 

21  (j):  Appropriate  to  the  size  of  the  residential  facility, 

22  there  s|iall  bd  an  educational  program  designed  to  cnhanc^c 

23  the  clinical  competencies  and  the  knoivlcdgc  of  developmental 

24  disabilities  of  its  professional  iUirsing  staff,  thrpugh  means, 

25  including  but  hot  limited  to — 
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1  (1)  staff  meetings  and  inserviee  training; 

2  (2)  seminars,  workshops,  conferences,  and  insti- 

3  tutes; 

ft 

4  (3)  college  and  muversity  courses; 

5  (4)  participation  in  professional  organizations; 

6  (5)  participation  in  interdisciplinary  groups; 
7.  (6)  visits  to  other  residential  facilities;  and 

8  (7)  access  to  relevant  professional  literature. 

9  (k)  To  eiiricli  and  stimulate  the  residential  facility's 


10  n»irsing  program,  and  to  facilitate  its  integration  with  com- 

11  monity  services,  educational  experiences  for  students  of  all 

12  types  of  professional  and  vocational  nursing  schools  shall  he 

13  encouraged  and  defined  hy  a  contractual  agreement,  when- 

14  ever  the  best  interests  of  the  residents  are  thereby  sen  ed. 

15  '   (1)  There  shall  be  adequate  space,  facilities,  and  equip- 

16  ment  to  fulfill  the  professional,  educational;  and  administra- 

17  tive  needs  of  the  nursing  service.  Professional  nursing  con- 

18  siiHation  shall  be  included  in  the  design  and  modification  of 

19  areas  and  residential  facilities  tiiat  will  be  used  by  the  ill  and 

20  ti>e  physically  handicapped. 

21  ^  Subchapter  VIII— Pharmacy  Services  ' 

^     22  Skc,  263.  (a)  In  order  to  contribute  to  improved  resi- 

^   23  dent  care  and  to  promote  optimal  response  to  drug  therapy 

24  by  the  residents,  through  the.  full  utilization  of  the  knowledge 

25  nnd  skills  of  the  pharmacist,  phannacy  services  shall  be  pro- 

\ 
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I  vifled  uiuler  the  (li>ectioii  of  a  qualified  plmnnacist.  There 
2 .  shall  be  a  formal  arrangeinent  for  qualified  phannacy  serv- 

3  ices,  inehiding  provision  for  emergency  service,  by.  means 

4  appropriate  to  the  residential  facility.  Such  means  may  in- 

5  elude  die  ser\iccs  of  a  pliarmaeist  in  a  local  community  or  . 

6  hospital  pharmacy  that  incetb  the  i^tandards  listed  herein,  as, 

7  well  as  tlic  operation  of  its  own  pharmacy  by  the  residential 

8  Jacility.  There^.\shaH  be  a  current  pharmacy  manual  that— 

9  (1)  iueludes  policies  and  proeeduresji^and  defines 
10         the  fuiictions*'and  responsibilities  relating  to  phannacy 

II  services;  and 

12  (2)  is  revised;  annually  to  keep  abreast  of  current 

13  developments  in  services  and  management  techniques. 

14  (b)  There  shall  be  a  formulary  system,  approved  by  the 

15  responsible  physician  and  phannacist,,  and  by  other  ap- 
3C  propriate  residential  facility  stall.  Copies  of  the  residential 

17  facility furmulary  and  of  the  iiatioiiall>  recognized  Aineri- 

18  ,cau  hospit^il  furmulary  i>cr\ice  shall  be  located  and  available, 
l!)  as  appropriate  to  the  residential  facility.  ( 

20  (c)  Upon  admission  of  the  resident,  a  medication  his- 

21  tory  of  prescription  and  nonprescription  drugs  used  shall  be 

22  obtained,  preferably  b}  the  pharmacist,  and  his  infonuatiou 

23  shall  be  entered  in  the  resident's  record  for  the  information 

24  of  the  stafT.  The  plmnnacist  shall— 
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(1)  receive  the  original,  or  a  direct  copy,  of  the 
physician's  drug  treafiiieiit  order; 

(2)  review  the  drug  regimen,  and<auy  ehringes,  for 

potential  adverse' reactions,  allergies,  interactions,  con- 
traindications, rationality,  and  laboratory  test  modifica- 
tions, and  advise  the  physician  of  .any  reconinicndcd 
changes,  with  reasons  and  with  an  alternate  drug  regi- 
men; 

(3)  maintain  for  each  resident  an  individual  record 
of  all  medications  (prescription  and  nonprescription) 
dispensed,  including  quantities  and  frequency  of  refills; 

(4)  participate,  as  appropriate,  in  the  continuing 
interdisciplinary  evaluation  of  individual  residents,  for 
the  purposes  of  initiation,  monitoring,  and  followup  of 
individualized  habilitation  programs; 

(5)  participate  in  any  of  the  following  activities 
that  are  undertaken  in  the  residential  facility: 

(A)  drug  research; 

(B)  drug  utilization  review; 

(C)  infection  and  eonnnunicable  disease  com- 
mittee; 

(D)  safety  committee; 

(E)  p'aljient  Care  incident  review;  and 

(6)  establish  quality  speeifieations  for  drug  pur- 
chases, and  insure  «that  they  are  met. 
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1  (d)  The  pharmacist  should— 

2  ^  (1)  prepare  a  drug  treafinent  plan;  as  preseribed 

3  by  the  attending  physician,  for  inclusion  in  the  resident's 

4  rceord  and  for  use  by  the  staff,  that  ineludes— 

5  .  (A)  the  drug  produet,  dosage  fomi, 'route  of 
6.  administration,  and  time  of  administration,  inelnd- 

7  ing,  when  appropriateT^  time  \vidi  respect  to 

* 

8  meals,  other  drugs,  and  activities ; 

9  (B)  a  schedule  of  laboratory  tests  n^iccssary  to 

10  detect  adverse  reactions ; 

11  (0)  noting  of  any  .potential  adverse  reactions 

12  for  the  staff's  infpnnation; 

13  '    (2)  regularly  review  the  rceord. of  each,  resident  on 

14  medication,  and  have  contact  with  selected  residents  with 

15  potential  problems,  noting  in  the  residents'  records  and 

16  *  reporting  to  physicians  any  obRervations'of  response  to 
1'7  dnig  therapy,  and  of  advci*sc  reactions  and  over  or 
IB  underutilizationof  drugs; 

19  (3)  provide  instructions  and  counseling  on  the  cor- 

20  rect  use  of  liis  or  her  dnigs,  as  prescribed  by  the  attcnd- 

21  ing  physician,  to  each  resident  on  home  visit  and  dis- 

22  charge,  or  to  his  or  her  parents; 

^3*^  (4)  provide  education  and  counseling  to  residents 

24  In  Independent  living  units  on  the  correct  use  of  their 

25  drugs,  as  prescribed  by  the  attending  physician,  and 

191). 
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1  on  the  resultij  expected  from  correct  use  and  froTn  over 

2  orumlcnise; 

3  (5)  participate  in  programs  for  sex  education  and 

4  drug  abuse  education; 

5  (6)  provide  information  on  the  resident's  drug 

6  regimen  to  the  receiving  residential  facility  pliarmacist, 

7  when  the  resident  is  transferred,  and,  witli  the  approval 

8  of  tlio  resident  or  his  or  her  guardian,  to  the  resident's 

9  community  pharmacist,  his  or  lier  private  physician, 

10  or  the  coimnunity  mental  retardation  or  developmental 

11  'disability  service*  when  the  resident  is  discharged  from 

12  '    the  residential  facility,  so  as  to  insure  continuity  of  care; 

13  il^  participate  in  inservice  education  progrjfms  for 

14  professional  and  direct-care  staff; 

15  (8)  orient  and  teach  students  in  pharmacyX/ind 

16  other  professions,  regarding  pharmacy's  services  to  the 

17  residents  and  regarding  drugs  and  their  uses;  and 

18  .  (9)  participate  in  public  educational  and  infonna- 

19  tional  programs  on  mental  retardation  and  develop- 

20  mentJil  disabilities. 

21 '        (e)  Where  appropriate  to  the  residential  facility,  there 

22  shall  be  a  pharmacy  and  therapeutics  committee,  that  in- 

23  .eludes  one  or  more  phannacists,  to  develop  policy  on  drug 

24  usages  in  the  residential  facility,  and  to  de\elop  and  maintain 
25*  a  current  formulary.  This  committee  shall  meet  not  less  than 
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1  ouco  every  3  months.  Minutes  of  the  committee  meetings 

2  shall  be  kept  on  file. 

3  ({)  Written  i>olicies  and  procedures  that  govern  the 

4  safe  admliiistration  and  handling  of  all  dmgs  shall  be  <level- 

5  oped  by  the  responsible  phannacist,  physician,  nurse,  and 
-  6  other  profesbional  staff,  as  appropriate  to  the  residential  fa- 

7  cility.  The  compounding,  packaging,  labeling,  and  dispens- 

8  ing*  of  dmgs,  including  tramples  and  investigational  drugs, 

9  shall  be  done  by  the  phannacist,  or  under  his  direct  super- 

10  vision,  with  proper  controls  and  recor(ts.  Each  dnig  shall  be 

11  identified  up  to  the  point  of  administration.  Procedures  shall 

12  be  established  for  obtaining  drugs  when  the  phannacy  is 

13  closed. 

%  ... 

M  (g)  Theimit  dose  or  individual  prescription  system 

15  bf  drug  distribution  bhould  be  used.  Wherever  possible,  drugs 

Jft-  that  require  dosage  measurement  shall  be  dispensed  by  the 

17  pharniacist  in  a  form  ready  to  be  administered  to  the  patient. 

18  (h)  There  shall  be  a  written  policy  regaixling  the  ad- 

19  ministration  of  all  drugs  used  by  tlie  residents,  ineliiding 

20  those  not  ypecifically  prescribed  by  the  attending  pmctitionen 

21  There  shall  be  a  written  policy  regarding  the  routine  of 

22  drug  administration,*  including  standardization  of  abbrevia- 

23  tions  indicating  dose  schedules.  Medications  shall  not  be  used 
2-1  by  any  resident  other  than  the  one  for  whom  they  were  is- 
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1  sued.  Only  appropriately  trained  staff  shall  be  allowed  to 

2  administer  drugs. 

-3         (i)  There  sliall  he  a  written  policy  governing  tlie^^elf- 

4  administration  of  drugs,  whether  prescribed  or  not. 

5  (j.)  Drugs  sinill  he  stored  under  proper  conditions  of 

6  sanitation,  temperature,  light,  moisture,  ventilation,  sogre- 

7  gation,  and  security.  All  drugs  sliall  ho  kept  under  lock  and 

8  key  except  when  authonzcd  personnel  are  in  attendance. 

9  The  security  rcqnircments  of  Pederal  and  State  laws  shall  be 

10  satisfied  in  storerooms,  pharmacies,  and  living  units.  Poisons, 

11  drugs  used  cxtenially,  and  drugs  taken  internally  shall  he 
,    12  stored  on  separate  shelves  or  in  separate  cabinets,  at  all  lo- 

1"^  cations.  Medications  that  are  stored, in  a  refrigerator  con- 
tnining  things  other  than  drugs  shall  be  kept  in  a  separate 
compartment  with  proper  security.  A  perpetual  inventory 
shall  be  maintained  of  each  narcotic  drug  in  the  pharmac}', 
and  in  each  unit  in  which  such  drugs  are  kept,  and  inventory 
records  shall  show  the  quantities  of  receipts  and  issues  and 
the  person  to  whom  issued  or  administered.  If  there  is  a 
drug  storeroom  separate  from  the  pliarniac}',  there  shall  be 


21 


a  perpetual  inventory  of  receipts  and  issues  of  all  drugs  by 


such  storeroom. 


(k)  The  pharmacist  should  review  the  drugs  in  each 
living  unit  monthly,  and  should  remove  outdated  and  de- 
teriorated  drugs  and  drugs  not  being  used.  Discontinued  and 
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I  outdated  drugs,  and  containers  with  worn,  illegible,  or  iniss- 
2'  ing  labels,  shall  be  returned  to  the  pharmacy  for  proper 

3  disposition. 

4  (1)  '^There  shall  Be  automation st£>p  orders  on  all  drugs. 

5  "There  shall  be  a  dnig  recall  ijrocednrc  that  ean  be  readily 
Jj  iuipleniented.  Medication  erroi's'and  drug  reactrous  shall  be 

7  recorded  and  reported  innnediatefy  to  the  practitioner  who 

8  ordered  the  drug.  There  shall  be  a  procedure  (or  rxjporting 
.9  adverse  drug  reactions  to  the  Federal  Pood  and  Drug  Ad- 
10  ministnU'ion.  The  phannaei.?t  sliall  be  responsible  tor  the 

II  storage  and  dispei^ling  of^iuvesligational  dnigs.  The  phanna- 

12  eist  shall  prpvide  the  residential  staff  with  phannacological 

13  ^and  other  necessary  infonnation  on  investigational  drugs, 

14  including  dosage  fora,  dosage  range,  storage,  adverse  reac- 

15  tions,  usage,  and  contraindications. 

JC  (m)  There  slfall  be  an  emergency  kit— 

17  (1)  readily  available  to  each  living  unit;  and 

Ig  (2)  constituted  so  as  to  ho  appropriate  to  the  needs 

19  of  its  residents. 

20  (n)  Pharmacy  services  sliall  be— 

21  (1)  directed  by  a  professionally  competent  and 

22  legally  qualified  phaimaeist  who  is  a  graduate  of  a 

23  school  of  phannacy  accredited  l)y  an  acqrediting  agency 

24  approved  by  the  Secretary,  or  its  equivalent,  and  who 
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1  serves  on  n  full-time  or  part-time  basi^J,  as  the  activity 

2  of  the  service  reijuires ;         '  '  ^  • 

3  (2)  staffed  by  a  sufficient  number  of  conigcteut 

4  personnel,  consistent  with  the  resi'denljjftl  facility's  needs, 
5/       and  including— 

6  (A)  pharmacists  necessary  to  providq  com- 

7  preheusive  phannacy  services; 

8  .  (3^)  technicians  and  clerieal  personnel  to  re- 

9  lieve  the  pharmacist  of  non'profcssional  and  clerical 

10  »  duties; 

11  (3)  pharmacists  should  have  had  training  or  ex- 

32  perience  in  providing  services  to  the  mentally  retarded 

< 

13  and  other  individuals  witli  developmental  disabilities, 

14  and  should  be  sensitive  to  their  needs;  and 

15  (4)  all  phannacists  sliall  be  familiar  with,  and 
IG  adhere  to,  the  code  of  etliies  o'f  the  nationally  recognized 

17  professional  plmrmaceiitical  association. 

18  (o)  Appropriate  to  the  size  of  the  residential  facility, 

19  there  should  be  a  staff  development  program,  designed  to 

20  maintain  and  improve^the  skills  of  its  pharmacy  staff  through 

21  means,  includhig  but  not  limited  to: 

22  (1)  staff  meetings  and  iuservice  training; 

23-  ,     (2)  seminars,  workshops,  conferences,  and  insti- 

2\  tutes; 

25  *  (3 )  college  and  university  courses ; 
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1  »     (4)  pftrticipation  in  profcss'ionnl  orgaiilzalious; 

2  *     (5)  partieipalion  in  hUerdiscipliimry  groups; 

3  (G)  visits  to  other  residcMitial  facilities;  and 

4  (7)  access  to  relevant  professional  literature. 

5  (p)   The  phannaey  .<?ervlug  the  residential  facility 

6  shall— 

7  (i)  have,  sudicient  space'' for  necessary  eompoiuid- 

8  ing,  dispensing,' lal)eKng,  and  packaging  functions; 

•9  (2)  hnvo  the  eqnipment  necessary  for  componnd- 

10  ing,  disi>ensing,  issuing*  storing,  and  administrative  q 

11  fnnc^ons;'^ 

12  (3)  he  clean  and  orderly;  and 

13  (4)  contain  eilrrent  ])harn)acentical  reference  nia- 
1*^  terial  to  provide  adeqnate  information  concerning  drugs. 

(q)  Space  for  the  storage  of  drugs  in  the  stoVeroom, 
16  pharmacy,  and  living  units  shall  he  sufficient  to  prevent 
l'^  crowding  of  the  drugs.  There  shall  he  adctjuatc  drug  prepa- 
id ration  areas^  that  are — 

19  (1)  properly  secured; 

20  (2)  well  lighted:  and 

21  (3)  located  so  that  pers(uinel  will  not  he  :nte)»- 

22  niptcd  when  liandlingdnigs.  ' 

2'^  (r)  If  ilie  residential  facility  operates  its  own  ])hnr- 

-  ^  maey,  there  should  he— 

2i>  '  ( I)  an  oflicc  for  the  pharmacist ;  and 
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1  ,  (2)  n  private  area  for  iastnictiug  and  eouusdiug 

2  residents  or  pjtreiits  on  the  correct  use  of  drugs. 

3  Subchapter  IX— Physiiial  an^  Occupational  Therapy 

4  Services 

5  Sec.  264*   (n)   Although  Uiis  subchapter  combines 


G  standards  for  physical  and  occupational  tlierapy,  each  is  a 

7  discrete  semcc  that  coniplenients  ^thc  other  in  a  manner 

8  similar  to  their  relationship  witli  all  other  liealtli  and  nicd- 
0  ieall}'  related  service's.  Both  services,  tlierefore,  sliall  he  pro- 

10  vided,  or  madp  available  to,  rcsideuls"  on  a  continuing  basis, 

11  as  needed.  Physical^  and  occupational  therapy  services  shall 

12  be  provided  in  order  jo — 


13  (1).  prevejit  abnormal  development  and  fnrtlicr  dis- 

14  ability; 

15  (2)  facilitate  the  optimal  development  of  each  resi- 
10  dent;  and  ^^ 

17  (3)  enable  the  resident  to  be  a  contributing  and 

IS  participating  member  of  the  community  in  which  lie 

19  resides.  ^  ^  I 


20  The  residential  facility  sliall  have  a  written  Ktatement  of  its 

21  physical  tlierapy  and  occupational  tlierapy  objectiva^  for  its 

22  re^ylente,  consistent  with — 

23  (1)  the^/iccds  of  the  residents; 

24-  (2)  curreiftly  accepted  physical  therapy  and  occu- 

25  pational  therapy  theories,  principles,  and  goals; 
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1  (3)  the  pliilosupliy  and  ^i^^ixU  of  the  residential 

2  ^  facility;  and 

3  (4)  th'b  services  and  re.^oua'c^  provided. 

4  riiy^ical  aud  occupational  tlk-nipy  services  »shall  be  pro- 

5  vided — 

U  (1)  directly,  thniuyli  penjiial  contact  between 

7  lherapi.s(s,nnd  residents: 

8  (2)  indirecUy,  (lirougli  contact  between  tlierapists 
D        and  other  persons  involved  with  the  residents,  to: 

10      '  (A)  create  and  inaintain*^  an  n(nios]>liere  that 

Jl  rceognizes  the  physiciil  and  psychwocinl  needs  of 

12  "  residents  and  Is  conducive  ta  the  development  and  . 

13  inainteiinnce  of  optimal  pliVMcd  and  psycholoj^ical 

14  functioning; 

(IJ)  nmximize  the  elTectivcnvss  of  all  prognims 
for  residents,  thron<;h  the  applicatii)n  of  knowledge 
17  concerning  the  development  aud  junlnteuance  of 

1^  niotor*perfonnanee  and  behnviors;and 

1*^  (C)  implement  progmms  for  the  improvement 

20  of  physical  and  psychosocial  fuiictionln*;  in  all  cn- 

^1  vironmcntal  settings. 

^  Physical  and  occn[>ational  therapists  shall  have  a  responsi-_ 
^  bility  for  organizinn;  and  iniplcmenting  progmuif?  to  achieve 
24  physical  and  occupational  therapy  goaU  throughout  the  resi- 
^  dent's  daily  activities* 

A 
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'  1  (b)  Physical  and  occupational  therapy  services  avail-, 
3   able  to  the  residential  facility  >iionld  inchidc — 

3  (1)  screening  and  evaluation  of  residents; 

4  ^     (2)  Jlierapy  \vith  individuals  and  groups; 

5  (3)  program  development  services,  including  those 

6  relating  to— 

7  •  (A)  resident  habilitation; 

8  (B)  inservi'ce  training  of  professional,  direct- 

9  care,  and  other  staff ; ' 

10  (0)  community  participation; 

11  \     (4)  consultation  with,  or  relating  to — 

12  (A)  residents; 

13  (B)  families  of  residents; 

M  (0)  medical,  •  dental,   psychological,  educa- 

15  tional,  nursing,  and  other  services; 

16  (D)  the  administration  and  operation  of  the 

17  resident iaf  facility; 

18  (E)  the  coninninity  served  by  the  residential 

19  facility; 

20  '(5)  training  of  *'^enipy  staff; 

21  (G)  training   "  ^iiysical  and  occupational  therapy 

22  graduate  or  undergraduate  students,  interns,  supportive 

23  staff,  and  volunteer  workers; 

24  (7)  assessment  of  program  effectiveness ;  and 
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1  (8)  coiuluct  of,  or  participation  in,  research,  and 

2  (lisseminatiun  and  appropriate  application  of  research 

3  findings. 

*  4  (c)  Therapists  sliouhl  screen  residents,  in  order  to— 

'5  (1)  determine  the  characteristics  of  the  residential 

^  .(5  facility's  population; 

7  (2)  identify  resident  needs  and  establish  program 

g  priorities;  and 

9  (3)  dcterniiue  the  administrative,  budgetary,  and 

10  personnel  requirements  of  the  service. 

11  (d)  Evaluation  of  individual  residents  by  physical  and 

12  occtipational  therapists  should  inchule— 

33  ^       (ly  observing  and  testing  performance  and  motiva- 

14:-  tiou  in  sensorimotor,  perceptual,  behavioral,  and  self- 

15  care  activities;  .      .  ^ 

16  (2)  assessment  and  analysis,  of  findings,  to  deter- 
1-7  mine  level  of  function, and  to  ideiitify  deviations  'from 
38  accepted  iionns; 

J9  (:])  providing  information  for  interdisciplinary  stall 

20  use,  ill  determining  diagnosis,  functional  capacities,  pr^|g- 
•21^  nosis,  and  miuiagcinciit  goals;  and 

22  (4)  physical  and  occupational  tliciapists  shall  par- 

23  ticipatc,  when  appropri  ttc,  in  the  continuing  interdisci- 

21  .  plnmry- evaluation  of  indi '  ual  residents,  for  the 
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.  1 

purposes  of*^  initiation,  monitoring,  aiid  followup  of 

2 

individualized  liabilitation  programs. 

o 

(e)  Physical  (ricraj)}'  and  occuimtional  therapy  slafT 

4 

diall  provide  trcatnient-traiiiing  programs  that  are  designed 

5 

to- 

il) preserve  and  improve  abilities  for  independ- 

7 

ent  fnnetion,  sueli'as  range  of  motion,  strength,  toler- 

'8 

ance,  coordination,  and  activities  of  daily  living; 

9 

(2)  prevent,  insofar  as  possible,  irreducible  or  pro- 

10 

gressive  disabilities,  through  means  such  as  the  use  of 

11 

orthotic  ain\  prosthetic  appliances,  assistive  and  adaptive 

12 

devices,  positioning,  behavior  adaptations,  and  sensory 

13 

stimulation; 

14 

(3)  the  therapist  shall  funetion  closely  with  the 

15 

resident's  primary  physician  and  with  oth'er  medicaf 

16 

specialists; 

17 

(4)  treafanent-traiuijig  progress  shall  be — 

18 

,  (A)  recorded  regidarly; , 

Idr 

*    *      *      (li)  evaluated  periodically;  .and 

20' 

'    (G)  used  as  the  basis  for  continuation  or  change 

21 

of  the  resident's  program. 

22 

(f)  Evaluation  results;  treatment  objectives,„plans,  and 

procedures ;  and  continuing  observations  of  treatment  progress 
.   24  ,  shall  bo— 
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1  (1)  recorded  accurately,  suiiuinuized  mcaniiigfully, 

2  aiul  coiiiiiiuiiicated  efTeetively ; 

3  "  (2)  effectively  used  in  evaluating  progress;  and 

4  (.3)  jiiehided  in  the  resident's  unit  record. 

5  (g)  Consumers  an^  their  representatives,  including  resi- 


G  dents,  faniilie.s,  other  diseiplines,  and  coninuinity  groups,  shall 

7  be  utilized  in  the  planning  and  evaluation  of  physical  therapy 

8  ^aud  occupational  therapy  services.  Tliere  shall  be  available 
-  9  sufiieient,  appropriately  qualified  stafi,  and  supporting  per- 

10  sonnel,  to  carry  out  the  various  physical  and  occupational 

11  therapy  services,  in  accordance  with  stated  goals  and  objec- 

12  tives.  Physical  and  jocenpational  therapists  shall  be— 


13  (1)  graduates  of  a  eurricuhuu  accredited  by  the  ap- 

14  propHate  nationally  recognized  association; 

15,  (2)  if^ a  physical  tlierapist,  eligible  to  practice  in 

,16  the  State  in  which  tlie^ residential  facility  is  located;  and 

17  (3)  if  an  occupational  therapist,  eligible  for  regis- 

18  tration  by  the  appropriate  natiojially  recognized  mo- 
Iv  ciation. 

-20  (h)  A  physical  therapist  and  an  occupational  thera- 


21  pist  .jshall  be  designated  as  being  responsible  for  maintaining 
22/  standards  of  ])rofessional  and  ethical  practice  in  the  render- 

23  ing  of  their  respective  tlierapy  services  in  Uie  residential 

24  facility.  Kaeh  such  therapist  shall  be  qualified  as  required 
^5'  by.  the  provisions  of  subsection  (g)  .and,  in  addition,  shall— 
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^^^1  (1)  have  had  3  years  of  profossioiial  experience, 

2  2  years  of  whieli  should  have  been  hi  working  with  the 

3  .  mentally  retarded  and  other  individuals  with  develop- 

4  mental  disabilities;  c 

5  (2)  have  demonstrated  competence  iu  administra- 

6  tion  and  supervision,  as  appropriate  to  the  residential 

7  facility's  program ;  and 

8  (3)  preferably  have  a  master's  degree,  in  an  area 

9  related  to  the  program. 

10  (i)  Therapy  assistants  shall— 

11  (1)  be  certified  by  the  nationally  recognize^  pro- 

12  fcssioiial  occupational  therapy  association  or  be  gradn- 

13  attfs  ol  a  program  accredited  by  the  nationally  recog- 

14  nizcd  professional  physical  therapy  association;  and 

15  (2)  work  under  the  supervision   of  a  (jimlified 

16  therapist. 

17  ( j )  Therapy  aides  shall— 

18  (1)  be  provided  specific  inscrvice  training;  and 

19  (2)  work  under  the  supervision  of  a  qualified 

20  therapist  or  therapy  assistant. 

21  (k)  Physical  and  occupational  therapy  personnel  shall 
S 

22  be — 

23  (1)  assigned  responsibilities  in  accor(}ance  with 

24  their  qualifications ; 
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1  (2)  delegated  authorit)'  eoinmeiu>urate  with  their 

2  lespoiisibilities;  and 

3  ('3)  provided  appropriate  professional  direction  and 

4  consultation. 

5  (1)  Physical  and  occupational  therapy  personnel  shall 

6  be  familiar  witli,  and  adhorc  to,  the  ethical  codes  and 

7  ,standards  uf  practice  promulgated  by  their  respective  nation- 

8  ally  recognized  professional  organizations. 

9  (m)  Physical  therapy  and  occupational  therapy  serv- 

10  ices  operated  by  a  residential  facility  shall  seek  consultation, 

11  at  periodic  intervals,  from  expert-s  in  physical  therapy  and 

12  occupational  therapy  who  are  not  directly  associated  with 

13  the  residential  facility.  Appropriate  to  the  nature  and  s:ze 
^'^   of  the  residential  facility  and  to  the  physical  and  occnpa- 

Honal  therapy  services,  there  shall  be. a  start  development 
program  that  is  designed  to  maintain  and'  improve  the  skills 
of  physical  and  occupational  therapy  personnel,  through 
methods,  including  but  not  limited  to : 
(1)  regular  staff  meetings; 
2^  (2)  an  orgaijized  hiservice  training  program  hi 

^■^        physicaKand  occupational  therapy; 

(3)  visits  to  and  from  the  staff  of  other  residential 
facilities  and  programs*; 
^"^^  (4)  participation  in  interdisciplinary  meetings; 


22 
23 
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1  *  (5)  provision  for  financial  assistance  and  time  for 

2  attending  professional  conferences , 

3  "    (6)  provisions  for  encouraging  continuing  educa- 

4  tiou,  including  educational  leave,  financial  assistance, 

5  and  a^j^^modation  work  schedules;  ^ 

6  (7)  career  ladders  and  other  incentives  to  staff 

7  .  recruitment  and  develliginent; 

8  (8)  workshops  and  seminars; 

•  *  *  - 

9  (9)  consultations  with  specialists;  and 

10  (10)  access  to  adequate  library  resources,  which 

11  include  current  and  relevant  books  and  journals  in  phys- 

12  ieal  and  occupational  therapy,  mental  retardation,  ,de- 

13  velopment  disabilities,  and  related  professions  and 

14  fields. 

15  .(n)  Space,  residential  facilities,  equipment,  supplies,' 

16  and  resources  shall  be  adequate  for  providing  efficient  and 

17  effective  physicaLand  occupational, therapy  services,  iuclud- 

18  ing,  but  not  necessarily  limited  to— 

,19  (1)  residential  facilities  for  conducting  adniinis- 

20  tnitive  aspects  of  the  program ;  » 

21  (2)  residential  facilities  for  conducting  scre<rnmgs 

22  and  evaluations;  '                                       t  ^ 

23  (3)  residential  facilities  for  providing  treatment 

24  and  training  for  individuals  and  groups; 
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1  (4)  ^  such  other  space,  staff,  and  services  as  are 

2  essential  to  support  and  maintain  effective  programs; 
a  and 

4  (5)  appropriate  physical  and*,  occupational  therapy 

5  consultation  shall  be  employed  in  the  design,  mpdifiea- 
(j  \     tioii,  and  furnishing  of  all  physical  and  occupational 

7  therapy  areas  and  residential  facilities  required  to  meet 

8  the  specific  goals  of  physical  and  occupational  therapy 

9  services. 

10  Subchapter  X— Psychological  Services 

\\  Sec.  265.  (a)  Psychological  services  shall  be  provided, 

\2  in  order  to  facilitate,  through  the  application  of  psychological 

13  principles,  techniques,  and  skills,  Uie  optimal  development  of 

14  each  resident.  Psychological  services  shall  be  rendered— 
15,  (1)  directly,  through  personal  contact  between  psy- 

16  chologists  and  residents; 

17  (2)  indirectly,  through  contact  between  psycholo- 

18  gists  and  other  persons  involved  with  the  residents, 
•  ig  designed  to — 

oQ  (A)  maintain  an  atmosphere  that  recognizes 

21  tlie  psychological  needs  of  residents"and  that  is  con- 

22  ducivo  to  the  development  and  maintenance  of.  con- 

23  sthKjtive  interpersonal  relationships;  and 

2^  (B)  maximize  the  effectiveness  of  all  programs 

25  for  residents,  through  the  application  of  knowledge 
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1  conceniing  the  ,  understanding  and  change  of  bc- 

'2  '^havior. 

it 

3  (b)  Psychological  services  available  to  the  residential 

4  facility  should  include  hut  not  be  limited  to 

5  (1)  .evaluation  and  assessment  of  individuals  and 

6  programs^. 

7  '        (5)  therapy  with  indi^viduals  and  groups;  ' 

8  (3)  program  development  services,  including  those 

9  relating  to — 

ft.  • 

10  (A)  resident  habilitation ; 

11  (B)  staff  training; 

12  (G)  community  participation; 

13  (D)  resident,  staff,  and  community  motiva- 
tion; 

1^  (4)  consultation  with,  or  relating  to-=r 

1^  (A)  residents; 

^'^  (B)  parentis  of  residents; 

•'^^  (C)  thjD  administrntion  and  operation  of  the 

residential  facility; 

20  (D)  the  community  served  l)y  the  residential 

21.  facihty; 

22  (5)  psychology  staff  training;  and 

23  (6)  corfduct  of  research,  consultation  on  research 
2^  design,  and  dissemination  of  research  findings. 
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1  (c)  Psychologists  shall  participate,  when  appropriate, 

2  in  the  continuing  interdisciplinary  evaluation  of  individual 

3  residents,  for  the  pin-poses  of  initiation,  monitoring,  and 

4  followup  of  individualized  Imbilitation  programs— 

5  (1)  psyehologists  shall  eonduet  evaluations  neecs- 
G  sary  to— 

7  (A)  meet  legal  requirements; 

8  (B)  meet  rcseareh  needs;  and 

9  ,  (0)  provide  data  for  hiostatistieal  reporting; 
10  (2)  motiiods  of  data  eoll|^ction  employed  in  evalua- 
3.1  tion  and  assessment  shall  inelude,  as  appropriate-- 

'*a2  ,                (A)  standardized  tests  and  teehniques; 

13  (B)  observations  in  natural  and  experimentaL 

14  settings,  using  standardized  or  generally  aeeepted 

15  teehniques; 

3G  (0)"  intei-views  with— 

17  (i)  th*e  resident  (or  prospeetive  resident)  ; 

IS  (ii)*  members  of  the  resident's  family  and 

li)  ^      other  informants;  and  * 

20  (D)  review  of  all  pertinent  reeords,  ineluding 
_        eomparison  of  eurrent  and  previous  status; 

22  (3)  eollation,  analysis,  and  interpretation  of  data 

23  shall— 

24  (A)  be  performed  in  aeeqrdanec  with  stand- 

25  ards  generally  aeceptable  jn  profossional  psychol- 

26  ogy; 

2x4 
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(B)  provide,  as  appropriate,  both  intra-  and 
iiiterindividual  eoniparisons,  by  reforenee  to  norma- 
tive dat^i.;  and 

(0)  utilize  appropriate  equipment,  whieh  is 
made  available  for  the  purpose; 

(4)  tlicT  reporting  and  dissemination  of  evaluation 
results  shall  be  done  in  such  a  manner  as  to — 

(A)  render  the  eon  tent  of  the  report  mean- 
ingful and  useful  to  its  intended  reeipient  and  user; 

(B)  enhanee  elinieal  understanding  of  the  in- 
,  ^  dividual; 

(0)  promptly  provide  information  useful  to 
staff  working  direetly  with  the  resident; 

(D)  faeilitate  use  of  data  for  researeh  and  pro- 
fessional edueation; 

(E)  faeilitate  use  of  data  for  statistieal  report- 
ing; and 

(F)  maintain  aeeopted  standards  of  confiden- 
tiality; 

(5)  there  'shall  he  developed  aiul  nniintained  for 
eaeh  resident  a  eontinning  evaluation  reeoivl  that  is  fre- 
quently^  upHatedlmd  that  iiieludes,  "h  is  not  limited^, 
psyehometric  data.*  ^ 

(d)  Psyehologists  shall  partieipate,  when  appropriate,  in 

i 
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1 

the  development  of  written,  detailed,  specific,  an$  individual- 

e 

2 

ized  habilitation  program  plans  that —  ^ 

3 

(Ij  pix>vi(leJor  periodic  review,  followup,  and  uji- 

4 

dating; 

5 

(2)  are  designed  to  niaxiniizo  each  resident's  devel- 

6 

opment  and  acquisition  of— 

7 

(A)  perceptual  skills; 

8 

(B)  sensorimotor  skills;  * 

^/ 

(C)  self-help  skills; 

10 

(D)  communication  skills; 

11 

(E)  social  skills; 

12 

(F)  self  direction; 

13 

(G)  .emotional  stability; 

14 

(H)  effective  use  of  time  (including  leisure 

15 

time) ; 

16 

(I)  basic  knowledge; 

17 

(J)  vocational-occupational  skills;  and 

18 

(K)  socioeconomic  values  relevant  to  the  com- 

19 

^  munity  iu  wh[ch  he  lives. 

20 

(e)  Psychologists  should  providp  individual,  or  groups 

21 

of,  residents  with  therapy  tlQsignefl  to  develop,  modify,  and 

22  maintain  behavior  and  attitudes/tliat-a^^  rewarding  and  effec- 

23  tive  in  meeting  .the  demands  of  tlfeir  intrapersonal  and  inter- 

24  personal  situations*^  JPisychologists  should  pfo\dde  consulta- 

25  tion  and  training  seryiccs^  to  program  staff  concerning: 

^  .            216  . 
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1  ^)  principles  and  methods  of  understanding  and 

2  changing  behavior,  to  the  end  of  devising  maximally 

3  effective  programs  for  residents;  • 

4  (2)  principles  and  methods  of  individual  and  pro-  , 
<  gram  evaluation,  for  the  purposes  of  assessing  resident 

6  response  to  programs  and  of  measuring  program 

7  effectivenes; 

8  (3)  psychologists  should  participate  in  the  develop- 

9  ment  of  incentive  systems  designed  to  maximi'ze  moti- 

10  vation  and  to  optinjize,  by  means  of  provision  for 

11  feedback,  performance,  and  learning  on  the  part  of— 
22  {A)    residents  enrolled  in  Labilitatio;i  'pro- 

13  grams; 

f 

14  (B)  staff  ^ngaged  in  resident  habilitatiotl  pro- 

15  grams;  and 

16  (G)  personnel  involved 'in  resident  habilita- 

17  tion  resources  in  tlie  community. 

18  (f)  Psychologists  should  provide  assistance  or  consul  ta- 

19  tion  relative  to — 

20  (1)  developing  and  conducting  evaluations  designed 

21  '      to  select  and  maintain  appropriate  and  effective  staff; 

22  ^  (2)  developing  job  analyses; 

23  (3)  psychological  problems^ of  staff,  including  tlie 

24  making  of  appropriate  referrals; 
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1  (4)  data  concerning  staff,  and  reports  of  evalua- 

2  tions'of  staff,  sliaUrs-  '     .   ^  ^ 

3  ^  '  '  ^      (A)  be  provided  in  appropriate  fonn,  and  only 

4  »  .    to  clearly  appropriate  supervisory  staff; 

5  (B)  enable  data  to' be  uSed  for -classification 

6  and  reporting  purposes; 

7  (C)  enable  data  to  be  Aised  for  research  pur- 

8  '  poses; and 

9  (D).  maintain .  acceptable  standai^ds  of  confi- 

10  dentiality. 

11  (g)  Psychologists  should  participate  in—  -  ^ 

12  (1)  educating  appropriate  members  of  the  eom- 

13  munity,  concerning  tlie  domiciliary,  vocational,  and  ree- 
1^  reational  needs  of  residents  who  return  to  the  eom- 

munity;  '  .  ^        ^  • 

1^  (2)  planning  with  community  ofTicidls  the  adap-^ 

^*  tation  of  domiciliary,  vocational,  and  recreational  re- 

sources,  to  optimize  resident  adjustments;  and 

1^.  '  (3)  developing  appropriate  expeetaneic$  and  atti- 

20  tudes  within  the  community 'into  which  residents  go. 

21  ^  (h)  There  shall  be  available  sufficient,  appropriately 

i 

22  qualified  staff,  and  necessary  supporting  personnel,  to  carry 

23  out  the  various  psychological  service  activities,  in  accord- 
,  24  aneo  with  the  needs  of  the  following  functions: 
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'  I    (I)  psychological  services  to.  residents;  including 

evaluAticn,  consultation,  therapy,- and  program  develop- 
ment; .  ,  * 

(2)  administratipn  and  supervision  of  psycholog- 
icjL^  s()xvice*l  -  ^ 

(3)  staff  training; 
(4;).  r^earch; 

(5)  the  residential  facility  should  have  available  to 
it  flie-  s^rvioes  of  at  le^t  one  dopto^al-level  .psycholp- . 
gist  who  is — 

(A,)  a  diplomate  of  the  nationally  recognized 
hoard  of  professional  psychology,  or  is  licensed  or 
certified,  by  a  State  examining  board,  or  is  certified 
by  a  voluntary  board  established  by  a  qualified  State 
-  professional  psychological  association; 

(B)  knowledgeable  and  experienced  in  the  area 
of  mental  retardation  or  developmental  disabilities; 
^  ^  (6)  a  psychologist,  qualified  as  specified  iji  siibr 
section  (h)  (5)  shall  be  designated  as  bemg  responsible 
for  maintaining  standards  of  professional  and  ethiqal 

practice  in  the  rendering  of  psychological  services  in  thp 
« 

residential  facility; 

(.7)  all  psychologists  providing  service  to  the  resi- 
dential  facility  shall— 

. 
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(A)  -  possess  the  educational  end.  experiential 
qualifications  required  for  membership  *nn  the  Aa- 
tionally  recognized  professional  psychological  asso- 
ciation; 

(B)  have  demonstrated  knowledge  in  the  area 
of  mental  retardation  and  developmental  disabilities; 

(8)  all  psychologicaj  technicians,  assistants,  and 
clerks  employed  by  the  residential  facility  shall  work 
under  the  direct  supervision  of  a  psychologist  vfii^  is 
qualified  as  specified  in  ?ul>seetion  (li)  (5) ; 

(9)  all  members  of  the  psychological  services  shifl 
shall  have  and  be  familiar  with,  the  ethical  standards 
of  psychologists  and  the  nationally  recognized  casebdok 
on  ethical  standards  of  psychologists^,  published  by  the 
nationally  recognized  appropriate  professional  psycho- 
logical, association,  and  all  shall  adhere  to  the  ethical 
standards  stated  therein; 

.;Tr*       (A)  all  new  psychology  service  employees  shall 
-  receive  this  material,  and  be  familiarized  with  it,  as 
a  part  of  their  orientation ;  and 

(B)  the  application  of  the  ethical  standards 
to  practice  with  the  mentally  retarded  and  develop- 
mentally  disabled  in  residential  facilities  shall  *  be 
emphasized.  - 


2  2.0 


216  ^ 
214 

1  "  (I)  Appropriate  to  the  size  of  the  residential  facility, 

2  an  ongoing  inservice  training  program  shall  be  eonducted 

3  that  is  designed  to  maintain  and  improve  the  skills  of  its 

4  psychology  stad,  through  metliods,  inchiding  but  not  lii.nited 


6'  ^(1)  staff  seminars;           '  ^        •  ' 

7  (2)  outside  speakers; 

8  (3)  visits  to  and  from  the  stafi  of  other  residential 
-9  facilities;  • 

IQ  (4)  attendance  at  conferences; 

11  (5)  participation  in  interdisciplinary  groups;  ^ 

12  (6)  informational    exchanges   with  universities, 

13  teaching  hospitals,  community  mental  health  and  men- 

14  tal  retiirdation  centers,  and  other  community  resources; 

15  and 

16  (7)  adequate  library  resources,  including  current 

17  and  relevant  books  and  journals  in  psychology  and  men- 

18  tal  retardation  and  developmental  disabilities  shall  be 

19  available.  ^ 

20  (j)  The  training  of  interns  and  graduate  students  in 

21  psychology  shall  be  encouraged,  and  appropriate  supervi- 

22  sion  shall  be  .provided.  There  shall  be  appropriate  space 

23  and  equipment  for  psychological  services,  including— 

24  ( 1 )  oflSces  for  professlon^and  clerical  staff;  • 

25  (3)  testing  and  observation  roomi; 
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1  (3)  interviewing,  couuseling,  and  training  and 

2  treatment  rooms; 

3  (4)  play  therapy  rooms; . 

4  (5)  access  to  conference  rooms;  and 

5  (6)  access  to  rmarch  and  data  analysis  facilities. 

6  Subchapter  XI — Recreation  Services 

7  Sec.  2G6.  (a)  Eecrcation  services  should  provide  each 

r 

8  resident  with  a  program  of  activities  that — 

9  (1)  promotes  physical  and  mental  health; 

10  (2)  promotes  optimal  sensorimotor,  'cognitive,  af- 

11  fcctive,  and  social  develoi)ment; 

12  (3)  encourages  movement  from  dependent  to  iu- 

13  dependent  and  interdependent  functioning;  and 

14  (4)  provides  for  the  enjoyable  use  of  leisure  time. 

15  (b)  "The  residential  facility  shall  have  a  written  state- 

16  ment  of  its  recreation  objectives  for  residents,  consistent 

17  with— 

18  (1)  the  needs  of  its  residents; 

19  (2)  cun*ently  acnftpted.  recreation  principles^ and 

20  goaJs;! 

21  "  (i)  the  philosophy  and  goals  of  the  residential 

22  facility;  and 

23  (4)  the  services  and^resources  the  residential  fa* 

1 

34  cUity  offers. 
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1  fc)i^ecreation  services  available  to  the  residential  fa- 
cility  should  include — 

-3  (1)  recreation  activities  for  the  residents; 

4  (2)  recreation  counseling; 

5  (3)  individual  and  group  instruction  of  residents 

6  in  recreation  skills,  to  achieve  maximum  proficiency  and 
%  develop  leadership  potential; 

8  (4)  therapeutic  recreation; 

9  (5)  education.and  consultation;  and 

10  (6)  research  and  evaluation.  ^, 

11  (d)   Recreation  activities  available  to  the  residents 

12  should  include,  as  appropriate  to  the  size  and  location  of  the 

13  residential  facility,  and  as  adapted  to  the  needs  of  the  resi- 
le dents  being  served — 

15  (1)  excursions,  outings,  and  other  trips  to  famil- 

16  iarizethe  residents  witli  community  facilities; 

17  (2)  spectator  activities,  such  as  movies,  television, 

18  sports  events,  and  theater; 

19  (3)  participation  in  .music,  drama,  and>dancq,  such 

20  as  rhythmics,  folk  dancing;  community  sings,  gr6up 

21  music  sessions  in  the  living  units,  performance  in  music 

22  or  dramatic  productions,  performance  m  choral  or  in- 

23  ,  -  stnimental  groups,  and  informal  listening  to  records  or 

24  tape?; 
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(4)  outdoor  and  nature  experiences,  including 
activities  such  as  camping,  hiking,  and  gardening; 

(5)  team  sports  and  lead-up  activities; 

(6)  individual  and  dual  sports,  such  as-  bowling, 
archery,  badminton,  horseshoes,  miniature  golf, 'bicy- 
cling,  and  shufflebo'ard; 

(7)  hobbies,  such  as  collecting,  photography,  model 
building,  woodworking  (including  use  of  power  tools), 
cobKing,  and  sewing;      -       ^  , 

(8)  sodial  activities,  such  as  clubs,  special  inter- 
est and  discussion  groups,  social  dancing,  cookouts, 
parties,  and  games; 

(9)  service  clubs  and  organizations,  such  as  lead- 
ers clubs,  scouting,  4-II,  Junior  Red  Cross,  Junior 
Chamber  of  Commerce,  Hi-Y,  Tri-ili-Y,  resident  coun- 
cils,  and  senior  citizens-clubs; 

(10)  aquatics,  including  waterplay,  swhnniing,  and 
boating; 

(11)  arts  and  crafts,  including  a  wide  range  of 
activities  from  shnplo  to  complex,  from  reproductive  to 
creative,  and  consistent  with  activities  found  in  the 
community; 

(12)  physical  fitness  activities  designed  to  develop 
efficient  cardiovascular  and  car(liorci»piralory  functions, 
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1  strength,  endurance,  power,  coordination,  and  agility, 

2  sufficient  for  both  usual  and  extra  demands  ; 

3  .  (13)  library  services  for  reading,  listening,  and 

4  viewing,  such  as  looking  at  books,  listening  to  records 

5  *     and  tapes,  and' viewing  film  strips  and  slides; 

6  (14)  celebration  of  special  events,  such  as  holidays 

7  and  field  days.;  » 

»8  (15)  winter  activities,  including  snow  sculpture 

9  snowplay,  games,  and  sports; 

10  '  (16)  opportunities  to  use  leisure  time  m  activities 

11  of  the  resident's  oto  choosing  m  an  informal  setting  un- 

12  uer  minimal  super\usion,  such  as  a  ''drop-in  center" ; 

13  (17)  frequent  coeducational  experiences,  to  promote 
M  acceptable  social  behavior  and  enjoymentf  of  social  rela- 

15  tionships;  and 

16  (18)  activities  for  the  nonambulatory,  including  tho 

17  »     mobile  and  nonmobile. 

"^18  (e)  Maximum  use  should  be  made  of  all  community 

19  recreation  resources.  Recreation  counseling  should  be  a  con- 

20  tinuous  process  that  provides  for— 

21  (1)  modification  of  resident's  recreation  behaviors; 

22  (2)  guidance  to  residents  on  how  to  find,  reach,  and 

23  utilize  community  recreation  resources; 

24  (3)  family  counseling  in  relation  to  recreation  ac- 
26  tiritiei;  juid 
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1  (4)  interpretation  of  residents'  needs  and  abilities 

.  2  ^     to  conununity  agencies.       -  ^ 

3  (f)  Therapeutic  recreation,' defined  as  purposive  inter- 

4  vention,  through  recreation  activities,  to  modify,  ameliorate, 

5  or  reinforce  specific  physical,  emotional,  or  social  behaviors, 
5  should  include,  as  appropriate — 

7  (1)  participation  on  an  interdisciplinary  team,  to 

3  identify  the  babilitation  needs  and  goals  of  the  resident; 

^     (2)  determination  of  appropriate  recreation  inter- 

3^0  vention,  to  achieve  the  stated  habilitation  goals; 

(3)  a  written  plan  for  implementing  the  thera- 

12  peutfc  recreation  objectives,  consistent  with  the  recom- 

13  ^     mendations  of  the  evaluation  team;  and 

14  (4)  evaluation  of  the  efTectiveness  of  such  inter- 

15  ventions,  and  subsequent  redefinition  of  the  resident's 

16  habilitation  needs  and  goals. 

17  (g)    Education    and    consultation    services  should 

18  include — 

19  (1)  provision  of  stimulation,  leadership,  and  as- 

20  sistance  with  recreation  activities,  conducted  by  the 

21  direct-care  staff; 

22  (2)  staff  training  and  development; 

23  (3)  orientation  and  training  of  volunteers; 

2^  (4)  training  of  interns  and  students  in  recreation; 
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1  (5)  consultation  to  community  ageiicipi^  and  orga- 

2  nizations,.to  stimulate  the  development  and  improvement 
3 .       of  recreation  services  for  the  retarded  and  other  develop- 

4  mentally  disabled  individuals;  and 

5  (6)  public  education  and  information,  to  enoour- 

6  age  accept^^Mce  of  the  retarded  and  other  developmentally 
J        disabled  individuals  in  recreation  activities. 

8         (h)  Recreational  service, shall  be  coordinated  with  other 


9  services  and  programs  provided  the  residents,  in  order  to 

10  make  fullest  possible  use- of  the  residential  facility's  resources 

11  and  to  maximize  Benefits  to  the  residents.  Activities  in 

12  health,  music,_  art,  and  physical  education  shall  be  coordi- 

13  nated  with  recreation  activities  relevant  to  these  areas. 


^*  (i)  Records  concerning  residents  should  include— 

i*^  (1)  periodic  surveys  of  their  recreation  interests; 

16  (2)  periodic  surveys  of  their  attitudes  and  opinions 

^  regarding  recreation  services; 

18  ,  (3)  the  extent  and  level  of  each  resident's  partici- 

19  pation  in  the  activities  program; 

20  (4)  progress  reports,  as  appropriate;  . 

21  (5)  reports  on  relationships  among  peers,  and  be- 
-  22  tween  residents  and  staff;  and 

23  (6)  evaluations  conducted  by  personnel  at  all  levels 

24  and,  where  appropriate,  by  5taf!  from  other  ser\'ices. 

25  (j)  Established  procedures  for  evaluating  and  research- 
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1  ing  the  effectiveness  of  reereation  services,  in  relation,  to 

2  stated  purposes,  goals,  and  objectives,  sUould  include— 

3  (1)  utilization  of  adequate  records  couccming  rc^i-. 

4  dents'  interests,  attitudes^  opinions,  participations,  aud 
g        achievements;  . 

g  (2)  time  schedules  for  evaluation  that  are  appro- 

rj        pViate  to  the.service  or  program  being  evaluated; 
g  (3)  provision  for  using  evaluation  results  in  pro- 

gram  planning  and  development; 
'  (4)  provision  for  disseminating  evaluation  results 

in  professional  journals  and  iu  public  education  and 
information  programs ;  and 

(5)  encouragement  of  recreation  staff  to  initiate, 

14  "  conduct,  and  participate  in  research  studies,  under  tbQ 

15  supervision  of  qualified  personnel. 

16  (k)  There  shall  be  sufficient,  appropriately  qualifift4 

17  recreation  staff,  and  necessary  supporting  staff,  to  carry  out 

18  the  various  recreation  services  in  accordance  with  stated 

19  goals  and  objectives. 

20  ( ^ )  Scheduling  of  stall  shall  provide— 

c 

2^  (A)  coverage  on  evenings,  weekends,  and  holidays; 

22  and 

23  (B)  additional  coverage  during  periods  of  peak 

24  activity. 
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1  (2)  Recreatioh  Eersonnel  shall  be— 

^  2-  ("^l  assigned  respousibilities  in  accordance  with 

3  their  qualifications;  * 

4  (B)  delegated  authority  commensurate  witli  their 

5  *     responsibility;  and 

6  (C)  provided  appropriate  professional  recreation 

7  supervision. 

•  8  (3)  Personnel  conducting  activities  in  recreation  pro- 

9  gtam  areas  should  possess  the  following  minimum  educa- 

46  tional  and  experietitial  qualifications : 

11  /A)  a  bachelor's  degree  in  recreation,  or  in  a  spe- 

12  '  cialty  arearr^uch  as  art,  music,\or  physical  education;  or 

13  (B)  jan  ^associate  degree  in  recreation  and  one  year 

14  of  experience  in  recreation ;  or 

15  (C)  a  high  school  diploma,  or  an  equivalency  cer- 
1^  tificate;,  and  2  years  of  experience  in  recreation,  or  1 
1*^  year  of  experience  in  recreation  plus  completion  of 

18  ,      comprehensive  inservico  training  in  .recreation;  or 

19  "'^     (D)  demonstrated  proficiency  and  experience  in 

20  conducting  activities  in  one  or  more  program  areas. 

21  Personnel  performing  recreation  counseling  or 

22  therapeutic  recreation  functions  should  possess  the  follow- 

23  ing  minimum  education  and  experiential  qualifications,  and 

24  should  be  eligible  for  registration  with  the  appropriate  na- 
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I  .tion\lly  recognized  therapeutic  recreation  society  at  the 
.n     y  appropriate  therapeutic  recreation  specialist  level: 

3  (A)  a  master's  degree  in'  therapeutic  recreatioja 

4  and  1  ye.ar  of  experience  in  a.  recreation  program  serv- 

5  ing  disabled' persons;  or  / 

6  (B)  a  masters  degree  in  recreation  and  2  years 

7  of  experience  in  a  recreation  program  serving  disabled 

8  persons;  or 

9  (0)  a  bachelor's  degree  in  recreation  and  3  years 
10  of  experience  in  a  recreation  program  serving  disabled 

II  persons;  or 

12  ^  (D)  a  combination  of  education  and  experience  in 

13  .  recreation  serving  disabled^  persons  that  totals  6  .years. 

14  '  (5)  Education  and  consultation  functions  in  recreation 

15  should  be  conducted  by  staff  members,  in  accordance  with 

16  their  education;  experience,  and  role  in  tlie  recreation 

17  program. 

tl8  (1)  Appropriate  to  the  size  of  the  recreation  program, 
la  there  shall  be  a  staff  development  program  that  provides 

20  opportunities  for  professipnal  development,  including— 

21  (1)  regular  staff  meetings; 

22  (2)  an  organized  inservice  training  program  in 

23  '  recreation; 

24  (3)  access  to  professional  journals,  books,  and  other 

25  htferature  in  the  fields  of  recreation, -therapeutic  reerea- 
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\  tion,  rehabilitation,  special  education,  and  other  allied 
'  2        professions;'  ^ 

3  *  (4)  provisions  for  financial' assistance  and  time  fw 

4  -attendance  at  professional  conferences  and  meetings; 

5  (5)  procedures  for  encouraging  continumg  educa- 

6  tion,  including  educational  leaves,  direct  financial  assist- 

7  ance,  and  rearrangement  of  work  schedules; 

8  (6)  provision  for  workshops  and  seminars  relating 

9  to  recreation,  planned  by  the  recreation  and  other  profes- 

10  '  sipnal  and  administrative  stiiff;  and  * 

11  (7)  provision  for  staff  consultation  with  specialists, 

12  as  needed,  to  improve  recreation  services  to  residents. 

13  /(m)  Recreation  areas  and  facilities  shall  be  designed  and 
constructed  or  modified  so  as  to — 

I       0^).  pennit  all  recreation  services  to  be  carried  out 
j  to  the  fullest  possible  extent  in  pleasant  and  functional 
surroundings;  • 

(2)  be  easily  accessible  to  all  residents,  regardless 
i    of  their  disabilities; 
^®   I  (3)  appropriate  recreation  consultation  shall  be  em- 

I     ployed  in  the  design  or  modification  of  all  recreation 

22  , ,  .  . 

/     areas  and  facilities; 
o  /  ■ 
(4)  toilet  facilities,  appropriately  equipped  in  ac- 

^        cordance  with  the  needs  of  the  residents,  should  be  easily 

accessible  from  recreation  areas ;  and 
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1  (5)  appropriate  and  necessary  maintenance  serv- 

2  ices  shall  be  provided  for  all  recreation  areas  and  facili- 
3^  ties.  " 

4  (n)*"  Indoor  recreation  facilities  should  include,  as  ap- 

5  propriate  to  tha  residential  l|iQility— 
6.  (1)  a  multipurpose  room,; 

7  (2)  a  quiet  browsing  room;  ^ 

'8  (3)'  access  to  a  gymnasiunv; 

9  (4)  access  to  an  auditorium; 

10  (5)  access  to  suitable  library  facilities; 

11  (G)  access  to  kitchen  facilities; 

12  (7)  adequate  and  convenient  space  for  storage  of 

13  supplies  anrf  large' ^nd  small  equipment;,  and^ 

14  •  (8)  adequate  office  space  for  the  i^creation  staff. 

15  (o)  Outdoor  recreation  facilities  should  include,  as  ap- 
propriate  to  the  residential  fa'cility — 

17  (1)  access  to  a  hard-top,  all-weather-surface  area; 

Jt>  (2)  access  to  gardening  and  nature  activity  areas; 

19  "  (3)  access  to  adcqi;ately  equipped  recreation  areas; 

20  and  .                  .  • 

»  r, 

21  (4)  the  residential  lacility's  residents  should  have, 

22  as  appropriate  and  feasible,  access  to  year-round  swim- 

23  ming  and  aquatic  facilities,  i 

24  (p)  Adequate  transportation  services  for  recreation 

25  programs  shall  be  provided.  Kecrcatlon  equipment  and,  sup- 
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2  plies  in  sufficient  quantity  and  variety  shall  be  ,provided  to 
/  .    2  ^^riy*      ^^^^  stated  objectives  of  the  activities  programs. 

3  '  Toys,  games,  and  equipment  shall  be—  ^ 


4  (1)  selected  on  the  basis  of  suitabili^^^  safety, 

5  durability,  and  inultiphcrty  of  use  and' 

•  ^'  G  '  *  (2)  adapted  as  necessary  to  the  special  needs  of 

7  the  residents.^. 

8  /    (q)  If  a- music  therapy  program  is  provided,.jt  should 


9  incUide —  ^ 

10*  \'     (1)  participation  by  the  music  therapist,  wlien 

11  appropriate,  on  an  interdisciplinary  ev^aluation  team  to 

12  *  .identify  the  resident's -needs  and  ways  of  meeting  them; 

13  ,  (2)  deterrainafibn  of  music  therapy  goals  for  the 

14  •  resident  Und  development  of  a  written  plan  for  achieving 

15  them;  >    .  . 

/IG  (3)  periodic  progress  reports,  reevaluations,  and 

'  17  program  changes  as  indicated; 

18  (4)  direction^ by  a  therapist  efigible  for  registra- 

19  tion  with. the  appropriate  nationally  recognized  assoeia- 
20 '  ^    tion  for  musid  therapy ;  and 

21  (5)  appropriate  space,  facijities,  and  equipment, 

22  with  special  consideration  of  the  acoustical  characteristics 

23  of  rooms  used  for  performing  and  listening. 
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3  Subchapter  XII— Religious  Services. 

2  Sec.  267.  (a)  Eeligious' services  shall  be  made  avail- 

3  able  to  residents,  in  accordance  with  their  needs,  desires,' 

4  capabilities,  and  in  accordance  with  their  basic  right  to 

5  freedom  of  religion,  in  order  to — 

(5  (1)  develop  and  enhance  their  dignity; 

7  (2)  provide  for  the  most  meaningful  and  relevant 

8  '       practice  of  their  religion;  and 

9  (3)  provide  spiritual  programs  designed  to  aid 
JO        tlieir  development  and  growth  as  persons. 

31  (b)  Implementation  of  religious  services  should  utilize 

32  communit}*  resources,  whenever  and  wherever  this  is  possible 

33  and  be  in  tlie  best  interests  of  the  residents.  The  objectives  nf 
14  tho  residential  facility's  religious  servuees  for  it  residents  shall 
35  be  directed  tov/ard  full  integration  into,  and  membership  in, 
l(y   their  faith,  and  should  include — 


17  (1)  upholding  the  dignity  and  worth  of  the  indi- 

J  8  vidual;  ^ 

19  (2)  building  moral    and  ^  ethical   Standards  of 

20  behavior; 

21  (3)  preparing  for  religious  growth  in  their  faith 

22  groups; 

23  (4)  estabhshing  healthy  self,  world,  and  God  con- 

24  cepts; 
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1  (5)  establishing  constructive  value  systems; 

2  (6)  giving  direction   toward  greater  personal 
maturity;^ 

4  (7)  strengthening  interpersonal  relationships;  and 

K  (8)  contributing  to  growth  in  personal  adequacy 

^.        and  happiness. 

,j       ^  (c)  Eeligious  ^ervices^  shall  be  made  available  to  all 
g  residents,  regardless  of  their  degree  of  retardation  or  devel- 
Q  opmental  disability.  Participation  in  religious  .programs  shall 
be  voluntary,  in  accordance  w:ith  the  wishes  of  the  resident, 
if  he  or  she  expresses  them,  or  with  the  wishes  of  his  or  her 
^2  parent  or  guardian. , 

(d)  Religious  services  to  residents  should  include — 
14  (1)  worship  opportunities,  sacraments,  and  reli- 

j5  pons  rites,  according  to  the  needs  ^nd  abilities  of  the 
IQ        residents  and  consonant  with  the  practices  o/  their  re- 

17  spective  faiths  • 

18  (2)  religious  education  programs  geared  to  the 

19  needs  and  abilities  of  the  residents; 

20  (3)  observation  of  dietary  practices  in  keeping 
21 ,       with  the  religious  requirements  of  residents'  fajth  groups; 

22  (*)  observation  of  religious  holidays  and  holy  days 

23  in  keeping  with  the  religious  requirements  of  residents' 
24.       faith  groups; 
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J  (5)  pastoral  counseling,  both  individual  and  group, 

o  to  residents  and  their  families ; 

3  (6)  pastoral  visits  to  residents,  with  special  empha- 

4  Sio  ^n  the  care  oi  the  troubled,  the  sick,  and  the  dying; 
g  (7)  pastoral  consultation  ^with  persons  concerned 
g  the  resident's  welfare ;  and 

(8)  referral  and  communication  between  religious 

8  workers  in  the  residential  facility  and  in  tlie  community, 

9  (e)  Those  who  sen'o  the  religious  needs  of  the  resi- 

10  dents,  including  clergy,  religious  educators,  and  yplun- 

11  teers,  should  whenever  possible— 

^2  (1)  assert  and  safeguard  the  full  human  and  civil 
13  *  '    rights  of  the  residents; 

U  (2)  participate,  as  appropriate,  in  team  and  other 

15  interdisciplniary  planning  regarding  programs  for  indi- 

la  vidnal  residents,  as  well  as  in  residential  facility-wido  or 

17  community  programs; 

IS  (3)  keep  appropriate  records  of  significant  religious 

10  events  in  the  lives  of  each  resident; 

:>n  (4)  participate  in  training  programs  for  residential 

•21  facility  personnel,  including  orientation  of  direct-care 

•  22  personnel  in  how  they  may  heli)  to  further  the  religious 

23  programs  for  residents ; 

•jf  "        (5)  participate  in  training  programs  for  coinmu- 

25  nity  clergy,  theological  students,  and  others; 


\ 
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1  (6)  become  involved  with  community  clergy,  and 

2  witli  religious  and  other  groups,  in  their  concerns  for 

3  the  spiritual  care  |f  the  retarded  and  other  dcvelopnien- 

4  '    tally  disabled  individuals; 

5  (7)  promote  public  understanding  and  acceptance 

6  of  the  retarded  and  other  developmentally  disabled  in- 
dividuals;  and 

8  (8)  participate  in  their  own  faith  group  meetings, 

9  as  required  to  mamtain  their  standbg. 

10         (f) .  There  shall  be  available  sufficient,  appropriately^ 


II  qualified  personnel,  which  may  include  clergy  or  religious 

.22  leaders,  -religious  educators,  volunteers,  and  clerical  and 

13  supporting  personnel,  to  carry  out  the  various  religious 

14  programs —  . 

15  (1)  religious  services  to  residents  shall  be, under 

16  the  direction  of  a  person  who,  in  keeping  with  the  size 

17  and  nature  of  the  residential  facility,  may  be  one  of  the 

18  following; 

19  (A)  a  chaplain  certified,  for  wori  with  the 

20  mentally  retarded  or  other  individuals  with  devel- 

21  opmeutal  disabilities  by  a  recognized  certifying 

22  agency; 

'     23  .        '     (B)  a  clergyman  or  religious  leader  in  good 

24  standing  in  his  religious  body ; 

25  (C)  a  religious  educator;  or 
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1 

(D)  a  responsible  person,  who  secures  the  serv- 

2 

ices  of  qualified  persons  in  carrying  out  the  worship 

and  education  aspects  of  ihe  -program;  ^ 

/ 

,.(2)  chaplains  serving  residential  facilities  for  the 

5 

retarded,  on  a  full-  o^  part-time  basi^,  should— 

6 

(A)  be  clergj^men  or  religious  leaders  in -good 

7 

standing  in  their  religious  bodies ;  or  % 

8 

(B)  be  endorsed  or  assigned  by  their  recog- 

9 

nized  religious  todies;  or 

10 

*  (0)  have  B.A.  and  B.D.  degrees,  or  their 

11 

equivalents  ;.and  ^ 

12 

(D)  "be  certified  for  work  with^  the  mentally 

33 

^  retarded  or  other  individuajs  with  developmental 

14 

disabilities  by  a  recognized  certifying  agency; 

15 

(8)  professional  religious  educators  serving  resi- 

36 

dential  facilities  for  the  retarded  or  other  individuals 

17 

<vith  developmental  disabilities,  on  a  full-  or  part-time 

18 

basis,  should— 

39 

(A)  be  endorsed  or  assigned  by  their  recog- 

120 

nized.religious  bodies ;  or 

121  • 

(B)  have  a  bachelor's  degree,  or  its  equiva- 

22 

lent;  and 

23 

(P)  be  certified  for  work  with  the  mentally 

24 

retarded  or  other  individuals  with  developmental 

disabilities  by  a  recognized  certifying  agency; 

ERIC 
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1  (4)  nonprofessional  religious  services  personnol, 

2  including  volunteers,  should-— 

3  (A)  be  screened  for  ability  to  ..porfonn  their 

4  assigned  duties; 

5  (B)  be  oriented  to,  arid  trained  for,  their  as- 

6  signments;  and 

7  (C)  be  provided  ongoing  supervision  by  a 

8  clergyman,  religious  leader,  or  religious  educator 

9  of  the  respective  faith. 

10,        (g)  Appropriate  to  the  size  of  the  residential  facility, 

11  there  shall  be  an  educational  program  designed  to  cnliauco 

12  the  conipetencies  of  religious  services  personnel,  through 

13  means  such  as  r 

'       (i)  staff  meetings  and  insorvice  training; 

(2)  seminars,  workshops,  conferences,  and  insti- 
16  lutes; 

1^  (3)  college  and  university  courses; 

(4)  participatioii  in  professional  organizations; 

(5)  participation  in  interdisciplinary  groups; 
-0              (6)  visits  to  other  residential  facilities; 

^1  '^(7)  access  tb  relevant  professional  literature;  and 

-2  (8)  religious  services  personnel  should  liavo  access 

23        to  qualified  and  appropriate  consultation,  as  needed. 

(h)  Religious  ser\ices  personnel  should  be  encournged, 
25   when  possible,  to  involve  themselves  in  activities  such  ns— 
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1  (1)  offering  clinical  pastoral  educational  programs; 

2  (2)  providing  educational  experiences  for  students; 

if 

3  (3)  developing  innovative  religious  education  ma- 

^  4  terials; 

5  ^        (4)  developing  innovative  worship  services; 

(J  (5)  conducting  specific  research  and  development 

7  projects;  and 

8  ^  (6)  exploring  and  expanding  citizen  advocacy  pro- 

9  grams. 

10  (i)  Residents  shall  have  access  to  places  appropriate 

11  for  worship  and  religious  education  that  are  adequate  to 

12  meet  the  needs^of  all.  Religious  services  personnel  shall*  be 

13  provided  with  office  and  other  space,  equipment,  and  supplies 

14  adequate  to  cany  out  an  effective  program.  » 

15  Subchapter  XIII— Social  Services  ' 

16  Sec.  2()8.  (n)  Social -.services  shall  be  available  to  all 

17  residents  and  their  faniilies,  in  order  to  foster  aud  facilitate-^ 

18  (1)  maximum  personal  aud  social  development  of 
39  the  resident; 

20  ( 2)  positive  family  functioning ;  and 

21  (3)  effective  aud  satisfying  social  and  community 

22  ^  relationships. 

23  (b)  Sbeial  services  shall  be  provided,  directly  and  iit- 

24  direcUy,  to—  '  ^ 
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1  ^  (1)  the  resident; 

2  (2)  his  or  her  family; 

3  ,  (3)  individuals  or  groups  who  represoiit  diflerent 

4  aspects  of  the  social  oiivironmeut  of  the  resident;  and 

5  (4)  the  community, 

6  (c)  Consumers  and  their  representatives,  including  resi- 


7  dents,  families,  other  disciplines,  and  community  groups 

8  shall  participate  in  the  planning  and  evaluation  of  social 

9  service  programs.  Social  services,  as  part  of  an  interdisci- 
10  plinary  spectrum  of  services,  shall  he  provided  through  tlie 
11^  use  of  social  work  methods  directed  toward— 

12  ^    (1)  maximizing  the  social  functioning  of  the  resi- 

13  dent; 

14  (2)  his  or  her  family; 

15  '  (3)  modifying  environmental  influences  leading  to 

16  or  aggravating,  mental  retardation  or  developmental  dis- 

17  abilities; 

18  (4)  increasing  publip  understanding  and  acceptance 

19  of  mental  retardation  or  developmental  disabilities  and  its 

20  associated  problems; 

21  (5)  creating  a  favorable  climate  to  assist  each  re- 

22  tiudod  person  to  achieve  as  nearly  normal  living  as  is 

23  possible  for  the  resident; 

24  (6)  asserting  and  safeguarding  the  human  nnd  civil 

25  ,  rights _of  the  retarded  and  other  individuals  witli  develop- 
2()  mental  disabilities  and  their  families;  and 
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1  (7).  fostering  the  human  dignity  and  personal  wortli 

2  of  each  resident 

3  (d)  Social  services  available  to  tlie  residential  facility 
•i   should  include,  as  appropriate— 

5  (1)  preadmission  evaluation  and  counseling,  v(\i\i 

(J  referral  to,  and  use  of,  other  community  resources,  as 

7  appropriate; 

8  ^  (2)  psychosocial  assessment  of  the  individual  tesi- 

9  dent  and  his  or  her  environment,  as  a  basis  for  formu- 
10  lating  an  individual  treatment  plan; 

1^  (3)  implementation  ofv^an  individual  social  work 

12  treatment  plan  for  the  resident  and  his  or  her  family; 

13  (4)  planning  for  community  placement,  discharge, 
l-i  audfoUbwup; 

15  (5)  participation  in  policy  and  program  develop- 

.1(5  ment  within  the  residential  facility  in  relation  to— 

17  ^  (A)  Ihe  resident's  psychosociar  needs  and  de- 

18  velopment; 

I?)  (B)  serving  the  families  of  the  resident; 

20  (0)  use  of  community  supportive  and  habili- 

21  tative  services; 

22  (D)  staff  training  and  development; 

23  (6)  consultation  with,  or  in  relation  to— 

2.]:  (A)  programs  offered  by  other  disciplines; 
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1  '       (B)  administration  and  operation^  of  the  resi- 

2  deiitial  facility; 

o  (G)  agencies  and  individuals  in  tlje  comma- 

'   4  nity  served  by  the  residential  facility ; 

5  (7)  collaboration  with  other  service  delivery  sys- 

6  terns  in  planning  and  implementing  progiams  for  rcsi- 

7  '  dents; and 

8  •  (8)^  participation  in  social  work  and  interdiscipli- - 
\        9        nary  program  evaluation  and  research. 

10         (e)  During  the  evaluation  process,  which  may  or  may 
gLl   not  lead  to  admission,  the  resident  and  his  or.  her  family 
jjhould  be  helped  by  social  workers  to— 

13  \         (1)  know  the  rights  and  services  to  which  they  are 

14  entitled,  including  the  means  of  directing  their  appeals  to 

\ 

15  the, proper  sources; 

'   IG  (2)  obtain  advocacy  on  their  behalf  if  rights  and 

17  services  are  denied  them;  and 

18  ^  (3)  c6iisider  alteniative.services,  based  on  the  re- 

19  tarded  or  devfelopmentally  disabled  person's  status  and 

20  salient  family  nnd  connnunity  factors,  and  nlake  a  re- 

21  sponsible  choice  as  to  \vjhether  and  when  residential 

22  »    placement  is  indicated. 

23  (f )  Daring  the  preadmis.sipn  process,  the  resident  and  his 

24  or  her  family  should  be  helped  by  social  workers  to— 
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1  (1)  cope  with  problems  of  separation  inherent  in 

2  plaeement; 

3,  (2)  initiate  planning  for  the  resident's  return  to  his 

4  or  her  family  or  conMnunity; 

5  (3)  begin  involving  themselves  as  partners  with  tha 

(j^  residential  facility  staff  in  developing  a  treatment  andr'^ 
7  habilitationplan; 

g  (4)  become  oriented  to  the  practices  and  procedures-^ 

r 

9        of. the  residential  facility;  and 

20  (5)  share  information  about  themselves  that  will 

11  provide  the  residential  facility's  staff  with ''maximum 
j2        understanding  of  theirjituatibn,  so  that  eflective  ?ervices 

13  can  be  delivered. 

14  (g)  Social  workers  shall  participate,  when  appropriate, 

15  in  the  continuing  interdisciplinary  evaluation  of  individual 

16  residents  for  the  purposes  of  initiation,  monitoring,  and  fol- 

17  lowup  of  individualized  liabilitation  programs. 

18  (h)  During  the  retarded  or  developmentally  disabled 

19  person's  admission  to,  and  residence  in,  the  Residential  fa- 

20  cility,  or  while  he  or  she  is  receiving  services  from  the 

21  residential  facility,  social  workers  shall  provide  liaison  be- 

22  tween  him,  the  residential  facility,  the  family,  and  the  com- 

23  munity,  so  as  to 

24  (1)  help  the  resident  to— 
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1  (A)  cojpe  with  problenis.uccoiupuiiyiug.'sepii- 

2  -  .    nUion  from  family  anil  community,*- 

H  (B)  learn  the  roles  and  use  the  resources  that 

4  will  enable  him'  or  her  to  maximize  hjs  or  f\ 

f)  devdopmen^;  ^  V 


G  (t!)  participate  in  programs,  jn^  accorclarice 

1     .        \yith  his  or  her' individual  treatment;  ]gl[in,  tliat  will 

8  maximize  his  or  her  ability  for  'indepeild(^ living, 

9  "  in  or  out  of  the* residential  facility;  ^< 

\.  '  ^ 

10  ,   (2)  help  the  staff  to—  \ 

< 

^  li         .        *  (A)  individunlize  and  >l»]6tei'stand  the  needs 
JL2  .  •         of  the  resident  and  his  or  her  family  ' in.  relation  to 
13  each  other; 

.  (B)  understand  social  factors  in  the  resident's 

day-to-day  behavior,  including  staff-resident  rela- 
te tionships; 

(0)  prepare  the- resident  for 'changes  in  his 

18  or  her  living  situations; 

19  (3)  help  tlie  family  to  develop  constructive,  and 

20  personally  meaningful'  ways  to  support  the  resident's 

21  .      experience  in  the  residential  facility  .tlirough— 

22  (A)  cormseling  concerned^  with  problems  as- 

23  .       sociated  with  changes  in  family  strucUire  t)nd  func- 

24  '  tioning; 
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1^    "  (B)  utilization  of  the  family's  and  the  resident^^ 

2  ""own  strengtlis  and  resources;  ^ 

3  '  (C)  referral  to  specific  services,  as\appropri- 

4  .  ate;  and 

5  (4)  the  family  to  participate  in  planning  for  the^ 
{]  resident's  return  to  home  or  other  community  placement. 
7  (i)  After  the  resident  leaves  the  residential  facility, 
'8  social   workers  shall   provide   systematic  followup, 
9  including— 

10  (1)  counseling  with  the  resident; 

■^l  (2)  counseling  with  family,  employers,  and  other 

12  persons  significant  to  the  resident's  adjustment  in  the 

i;]  community;  and 

14  "  (3)  refenal  to  appropriate  community  agencies. 

15  (j)  Social  senices  shall  help  to  integrate  residential  and 
1(^ '  ^other  community  services,  through— 

17  ,  (1)  providing  liaison  betwedn  the  residential  facility 

IS  and  the  community; 

(I2)  providing  consultation  to  community  agencies 

20  to  facilitate  tlic  identification  of  needed  resources  for  the 

21  retarded  and  other  individuals  with  developmental  'Ms- 

22  ,     abilities  and  his  family  j 

23  (3)  interi)reting  the  rosidentiaHadlity  and  its  pro- 

24  grajil  to  relevant  sectors  of  the  community; 

25  (4)  collaborating  with  other  disciplines  to  help  the 

26  community  develop  appropriate  resources;  and 
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1  (5)  involvement  with  socialpolicy  issues  that  alT^^ct 

2  the  retarded  and  other,  individuals  with  developmental 


{\  disabilities. 

;4  (k)  Social  services  shall  develop  aud  . maintain  com] 

5  prehensive,  current  records,  useful  for  its  own  programs  an^ 

6  those  of  other  services.  There  shall  be  availajblb  sufficient,, 

7  appropriately  qualified  stall  and  necessary  supporting  per- 

8  somiel  to  carry  out  the  various  social  service  activities. 

9  (1)  The.  residential  .facility  slvould  have  available 

10  to  11/ a  social  worker 'who — 

11  (A)  has  a  master's  or  doctoral  degree  from  an 

12  accredited  school  of  sobial  work; 

13  ,  (B)  has  had  3  years  of  post-master's  experi- 
,  iJt  "ence  in  the  field  of  social  welfare; 

15  (C)  meets  the  educational  and  experiential 

1(>  qualifications  for  certifieation  by  the  appropriate 

17  nationally  recognized  academy  of  certified  social 

18  v?orkers;and 

19  (D)  is  knowledgeable  and  experienced  in 
'20  mental  retardation. 

21  (2)  A  sojsial  worker  having  the  qualifications  speci- 

22^  fied  in  subsection  (k)  (1)  shall  be  designated  as  being 

23  ^  responsible  for  maintaining  standards  of  professional 

24  ^practice  in  the  rendering  of  social  services  to  the 

25  residential  facility,  and  for'  staff  development. 
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(3)  Social  workers  providing  service  to  the  resi- 
denlial  facility  shall — 

*    (A)  have  a  master's^  degree  from  au  accred- 
ited  school  of  social  works;  or 

(B.)  meet  the  educational  qualifications  required 
for  fiill  membership  m  the  appropriate  nationally 
recognized  professional  association  of  social  workers 
and  shall  have  had  3  years  of  experience  in  thje  field 
of  social  welfare.  ' 

(4)  Social  work  assistants  or  aides  employed  by 
the  jesidential  facility  shall  work  under  the  supervision 
of  a  social  worker  having  the  qualifications  specified  in 
subsection  (k)  (3) . 

(5)  Social  service  personnel,  at  all  levels  of  cxperi- 

I 

encD  and  competence,  ^hall  be — 

(A)  assigned  responsibilitiesiu  acci)rdance  with 
their  quahfications; 

(B)  delegated  autliority  commensurate  with 
(heir  resppnsibihtie^;  and 

(C)  pxovided  appropriate  professional  social 
work  supervision. 

(6)  ii  full-Ume  supervisor  should  bo  responsible  for 
the  direct  supervision  of  not  more  than  six  staff  members, 
plus  related  ^activities. 
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1  ^  (7) -All  social  service  personnel  shall  be  familiar 

2  with,  and  adhere  to,  the  code  of*  ethics  of  appropriate 

3  nationally  recognized  professional  associations. 

4  (1)  Appropriate  to  the  size  of  the  residential  facility's 

5  social  service jprogram,  an  ongoing  program  of  stafif  develop- 

6  ment  shall  be  |)r6vided  to  irapfbve  the  skills  of  the  social  work 

7  staff  through  such  means  as —  * 

8  (1)  inservice  training; 

9  (2)  afiBIiation  with  schools  of  social  work; 

10  (3)  staff  consultation  with  specialists,  as  needed,  to 

11  improve  social  services  to  residents; 

12  (4)  conference  attendance,  and  otlier  educational 

13  .  opportunities  and  forms  of  professional'  exchange;  and 
14'  (5)  career  ladders  and  othen  incentives  to  staff  re- 

15  cruitment  and  develojwnent. 

16  (m)  Space,  facilities,  equipment,  supplies,  and  resources 

17  shall  1)6  adequate  for  providing  effective  social  services,  in- 

18  eluding—    -  ^ 

19  (1)  ofiBces  for  social  service. and  clerical  staff; 

20  (2)  private  interviewing  rooms; 

"  21  (3)*  rooms  suitable  for  conferences  and  group  ac- 

22  tivities; 

23  (4)  dictating  and  transcribing  equipment: 

24  (5)  telephone  serviice ; 

25  (6)  travel  provisions; 
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1  (7)  provision  for  recordkeeping  and  informatioil 

2  retrieval;  and 

3  (8)  library'services. 

4  Subchapter  XIV— Speech  and  Pathology  and  Audiology 

5  ,  Services 

6  Sec.  269.  (a)  Speech  pathology  and  audiology  services 

7  shall  bo  available,  in  order  to — 

8  (1)  maxunize  the  Communication  skills  of  all  resi- 

9  dents;  and 
(2)  provide  for  the  evaluation,  counseling,  treat- 

11  ment,  and  rehabilitation  d  those  residents  with  speech, 

12  '  hearing  or  language  handicaps. 

13  (b)  The  specific  goals  of  speech  pathology  and  audiol- 
14^  ogy  services  shall  ibe — 

15  (1 )  appropriate  to  the  needs  of  the  residents  served; 

16  (2)  consistent  with  the  philosophy  and  goals  of  the 

17  residential  facility; 

18  (3)  consistent  with  the  services  and  resources  of- 

19  fered'by  the  residential  facility;  and 

20  (4)  known  to,  and  coordinated  with,  other  services 

21  provided  by  the  residential  facility. 

22  (c)  Speech  pathology  and  audiolog^  services  shall  be 

23  rendered  through— 

24  (1)  direct  contact  between  speech  pathologists  and 

25  audiologists  and  residents; 

25-0  '  . 
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2^  (2)  participation  with  administrative  personnel  in 

2  designing  and  maintaining  social  and  physical  environ- 

3  ments  that  maximize  the  communication  development  of 
^        the  residents ;  and 

g  (3)  working  with  other  personnel,. sucb  as  teach- 

g        ers  and  direct-care  staff,  in  implementing  communication 
7        improvement  programs  in  environmental  settings, 
g        (d)  Speech  pathology  and  audiology  s^ervices  available 
9  to  the  residential  facility  shall  include,  as  appropriate— 
20       '       (1)  audiometric  screening  of — 

11  (A)  all  new  residents; 

12  (B)  children  under  the  age  of  ten,  at  amiual 
intervals; 

24  (^)  ^^^^  residents  at  regular  intervals; 

25  (D)  any  resident  referred; 

26  (^)  speech  and  language  screening  of—  " 

27  (^)  all  new  residents; 

28  (B)  children  under  the  age  of  ten  at  annual 

29  •  intervals; 

20  (C)  all  residents,  as  needed; 

21  (3)  comprehensive  audiological  assessment  of  resi- 

22  dents,  as  indicated  by  screening  results,  to  include  tests 

23  of  pure-tone  air  and  bone  conduction,  speech  audiometry, 

24  and  other  procedures,  as  necessary,  and  to  include  assess- 

25  ment  of  the  use  of  visual  cues ; 

N 
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(4)  assessment  of  the  use  of  amplification; 

(5)  provision  of  procurement,  maintenance,  and 
replacement  of  hearing  aids,  as  specified  by  a  qualified 
audiologist; 

(6)  comprehensive  speech  and  language  evalua- 
tion of  residents,  as  iudicatcd  by  screening  results,  in- 
cluding, appraisal  of  articulation, 'voice,  rhythm,  and 
language; 

(7)  participation  in, the  continuing  interdisciplinary 
evaluation  of  individual  residents  for  purposes  of  initia- 
tion, monitoring,  and  foUowup  of  individualized  habilita- 
tion  programs ; 

(8)  treatment  services,  interpreted  as  an  extension 
of  the  evaluation  process,  that  include— 

-  (A)  direct  counseling  with  xesidents; 
(B)  speech  and  language  development  jfnd 
stimulation  through  daily  living  activities; 

'  (0)  consultatfon  with  classroom  teachers  for 
speech  improvement  and  speech  education  activi- 
ties; 

'  '(D)  direct  contact  with  residents  to  carry  on 
programs  designed  to  meet  individual  needs  in  com- 
»prehension  (for  example,  speech  reading,  auditory 
training,  and  hearing  aid'utiliiwition)  as  well  as  ex- 
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1  pression  (for  example,  improvement  in  articulation, 

2  voice,  rhythm,  and  language) ; 

3  (E)  collaboration  with  appropriate  educators 

4  and  librarians  to  develop  specialized  programs  for 

5  developing  the  communication  skills  of  multiple 

6  handicapped  jesidents,  such  as  the  deaf,  retarded, 

7  and  tlie  cerebral  palsied ; 

8  (9)  consultation  with  administrativa^stafl  regard- 

9  ing  the  planning  of  environments  that  faciliitate  com- . 

10  munication  development  among  residents  in—        *  ~ 

11  ■  (A)' living  areas; 

12  (B)  dining  areas;  - 

13  (0)  educational  areas; 

^  (D)  other  areas,  where  relevant; 

(10)  participation  in  inservice  training  programs 
for  direct-'CAre  and  other  staff ; 
^'^  (11)  training  of  speech  pathology  and  audiology 

staff; 

(12)  training  of  speech  pathology  and  audiology 
graduate  or  undergraduate  students,  interns,  supportive 
staff,  and  volunteer  workers ;  ^ 

(13)  consultation  with,  or  relating  to — 

(A)  residents  (for  example,  self-referral) ; 

(B)  parents  of  ?^si4ents; 
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1  '  (C)   medical   (otological,  pediatric,  and  so 

2  forth),  dental,  psychological,  educational,  and  ojther 
,  3  services;  ^ 

4  "  (D)  the  administration  and  operation  of  the 

5  Tcsidential  facility; 

6  •  (E)  the  community  ser^^ed  hy  the  residential 

7  facility;  mi 

.8  (l4)  program  evaluation  and  research. 

9  (e)  Comprehensive  evaluations  in  speech  pathology  and 

10  audioiogy  shall  consider  the  total  person  and  his  environment. 

11  Such  evaluations  should— 

12  (1)  /present  a  complete  appraisal  of  the  resident's 

13  communication  skills; 

14  (2)  evidence  concern  for,  and  evaluation  of,  condi- 

15  tions  extendmg  heyond  observed  speech,  language,  and 

16  hearing  defects; 

17  (3)  consider  factors  in  the  history  and  environment 

18  relevant  to  tiie  origins  and  maintenance  of  tiie  disability; 
!  19  (4)  consider  the  effect  of  the  disability  upon  the 

20  individual  and  the  adjustments  he  makes  to  the  problem 

21  as  he  or  she  perceives  i t ;  and 

22  (5)  consider  flic  reaction  of  tiic  resident's  family, 

23  associates,  and  peers  to  the  speech  or  hearing  problem. 

24  (f)  Evaluation!  and  assessment  results  shall  be  reported 

25  accurately  and  systematically^  aftd  in  suob  manner  as  to— 
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1 

1  (1)  dofino  the  problem  to  provide  a  basis  for  for- 

2  mulating  treatment  objectives  aiid  procedures; 

r 

a*  (2)  render  the  report  meaningful  and  useful  to  its 

4  '  intended  recipient  and  user ; 

5  (3)  where  appropriate,  provide  information  useful 
6r     .to  other  staff  working  directly  with  the  resident; 

7  (4)  jconfdrm  to  acceptable  pj^ofessional  standards, 

8  provide  lor  intraindividual  and,  interindividual  compari- 

9  soiDS,  and  facilitate  the  use  of  data  for  research  and 

10  professional  education;  and 

11  '  (5)  provide  evaluative 'and^summaiy/ reports  for 

12  inclusion  in  the  resident's  unit  record^  . 

13  (g)  Treatment  objectives,  plans,  and  pVocedu^s  shall—, 

14  based  upon  adequate  .evaluation  auj3  assess- 

15  ment;  ^ 


1^>  (2)  be  based  upon  a  clear  rationale; 

1?  (3)  reflect  consideration  of  the  objectives  61  the 

18  resident's  total  habilitation  program;  ( 

19  (4)  be  stated  in  terms  that  permit  the  pr  )gress 

20  of  the  individual  to  bo  assessed ; 

21  (5)  provide  for  periodic  evaluation  of  the  resident'^ 

22  response  to  treatment  and  of  treatment -effectiveness; 

23  (6)  provide  for  revision  of  objectives  and  procedures 

24  as  indicated ;  aiC^f  ,  • 
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1  (7)  provide  for  assistance  or  eoiisultatioii  when 

2  necessary/' 

3  (h)  Continuing  ob^icrvations  of  treatment  progress,shaU 

4  be— 

5  il)  recorded  accurately,  sununarized  meaningfully, 
5  and  cdrnrnunicated  effectiveiy;  and 

7  . '     (2)  effectively  utilized^  in  evaluating  progress. 

3  (i).  There  sliall  be  established  procedures  for  evalu- 

9  atiiig  and  researcliiiig  the  effectiveness  of  speech  pathology 

10  .ftiid  audiology  services,  ineliuling  but  not  limited  to: 

11  *      (l)  utilization  of  adequate  records  concerning  resir 

12  dents' response  and  progress; 

I'i^  (2)  time  schedules  for  evaluation  that  are  appro- 

14  prlato  to  tbo  service  being  evaluated; 

15  (3)  provision  for  using  evaluation  results  in  pro- 

16  ^    gmni  planning  and  development; 

IV  (4)  encouragement  of  speech  pathology  and  au- 

18  diology  staff  to  participate  in  research  activities;  and 

19  (5)  provision  for  dissemination  of  research  results 
20'  in  professional  journals.                 ^  * 

21  (j)  There  shall  be  available  suflicient,  appropriately 

22  qualified  staff,  and  necessary  supporting  personnel,  to  carry 

23  out  the  various  speech  pathology  and  audiology  services,  in 

24  accordance  with  stated  goals  and  objectives— 
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1 .         •  (1)  A  speech  pathologist  or  audiologkt^^  whp  is 

2  .     qualified  as  specified  in  paragraph  (2)  of  this  subsection, 

3  and  who,  in  addition,  has  had  at  least  3  years  of  pro- 

4  fessional  experience,  shall  be  designated  as  being  respon- 

5  sible  for  maintaining  standards  of  profegsiou^l  and 

6  ethical  practice  in  the  rendering  of  speech  pathology  and 

7  audiology  services  in  the  facility. 

8  (2)  Staff  who  assume  independent  responsibilities 

9  for  clinical  services  shall  possess  the  educational  and 

10  experiential  qualifications  required  for  the  appropriate 

11  certificate  of  clinical  competence  issued  by  the  appro- 

12  priate  nationally  recognized  professional  speedi  and 

13  hearing  association  in  the  area  (speech  pathology  or  au- 

14  Oology)  in  which  they  provide  services. 

15  (3)  Staff  not  qualified  for  such  assodation  oertifica- 

16  tion  shall  be  provided  adequate,  direct,  active,  and  con-.- 

17  tinning  supervision  by  staff  qualified  for  certification*  in 

18  the  area  in  which  supervision  is  rendered. 

19  (A)  Supervising  staff  shall  be  responsible  for 

20  ^he  services  rendered  by  uncertified  staff  under  their 

21  supervision. 

22  ,(B)  Adequate,  ^rect,  and  continuing  super- 

23  vision  shall  be  provided  nonprofessionals,  volunteers, 

24  or  other  supportive  personnel  utilized  in  providing 

25  *  clinical  services. 
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1  (4)  Students  in  training  and  stafl  lUlfilling  experi- 

2  '     enee  requirements  for  such  appropriate  nationally  reeog- 

3  nized  professional  speech  and  hearing  association  certifi- 

4  cation  shall  receive  direct  supervision,  in  accordance  with^ 

5  the  requirements  of  the  appropriate  nationally  recognized 
professional  boards  of  examiners  in  speech  pathology 

V       and  audiology* 

8\>  (5)  Allspeech  pathology  and  audiology  stafl  shall 

9        be  familiar  with,  and  adhere  to,  the  code  of  ethics  pub- 

10  .      lished  by  the  appropriate  nationally  .recognized  profes- 

11  sional  speech  and  hearing  association. 

12  (k)  Appropriate  to  the  nature  and  size  of  the^resi- 

13  dential  facility  and  to  the  speech  pathology  and' audiology 

14  service,  there  shall  be  a  staff  development  program  that  is 
.15   designed  to  maintain  and  improve  the  skills  of  speech 
IC   patiiology  and  audiology  staf!,  through  methods,  including 

17  but  not  limited  to— 

18  (1)  regular  staff  meetings; 

.19  (2)  an  organized  inservico  training'  program  in 

20  speech  pathology  and  audiology;  '  .  ? 

21  (3)  visits  to  and  from  the  stafT  of  other  residential 

22  ^lities  and  programs; 

23  (4)  participation  in  interdisclprmary  meeVmgs; 

24  (5)  provision  forlinaneial  assistance  and  time  for 

25  attendance  at  professional  conferences; 
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1/  (Q)  provisions  for  encouraging  continuing  educa-  . 

2  lion,  including  educational  leave,  financial  assistance/ 

3  and  aecommoda&n  of  work  schedules; 
i  (7)  workshops  and  seminars; 

5  (8)  consultations  with  specialists;  ^d 

« 

6  (9;  access  to  adcquate  library  resources,  which  in- 

7  ^       elude  current  and,  relevant  books  and  jourrials  in  speech 

8  pathology  and  audiology,  mehtal  retardation,  and  related 

9  professsions  and  fields. 

10  (1)  Spaee,  facilities,  equipment,  and  supplies  sliall  bo  ' 

11  adequate  for  providing  efficient  and  cffeetive  speed!  pathoi- 

12  ogy  and  audiology  services,  in-aeeotdance  with  stated  objec- 
,  13  tives,  including—      -  \ 

1^  (1)  adequate  and  convenient  evaluation,  treat-  ' 

15        nient,  counseling,  and  waiting  rooms; 
1^  {2y  specially  constructed  and  sound-treated  suites 

l'^        for  audiological  services,  meeting  appropriate  standards;'' 

18  (3)  design  and  locatiqn  sueb  as  to  bo  easily  ac- 

19  eessiblo  to,  all  residfents,  regardless  of  disability;  > 

.  (4)  specialized,  equipment  peeded  by  the  spee^ih 

21  pathologist;  ^  ^  . 

22  (5)  specialized  equipment  needed  by  the  audi- 

23  ologist,  Including  an  audiometer,  with  provisions  for 

24  sound  field  audiometry,  and  equipmcut  capable  of  per- 

25  "  forming  at  least  the  following  procedures:  hearing 
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1  screening,  pure-ton^ir  and  bone  condu'^tion  with  con- 

2  tralateral  masking,  speech  audiometry,  site-of-lesioa 

3  battery,  nonorganic  hearing  loss  battery,  and  Jiearing 

4  aid  evaluation;  ^' 

5  (())  provisions  ior  adequate  maintenance  of  all 

6  areas,  fa^^Uicies,  and  equipment,  including— 

7  .(A)  electroacoustic  calibration  of  audiometers 

8  at  regular,  at  least  quarterly,  mtervals; 

9  (B)  calibration  logs  on  aU  audiometers;  and 

10  .      (7)  appropriate  speech  pathology  and  audiology 

11  consultation  shall  b^e  employed  m  the  'design,  modifica- 

12  tion,  and  equipage  of  all  speech  pathology  and  audiology 

13  areas  and  faciUties,  ^  * 

14  Subchapter  XCV— Vocational  Rchal^ilitation  Services 

15  SEO.T  270.  (d).  The  residential  faciUty  shall'-  provide 

16  all  its  residents  with  habiUtation  or^  rehabiUtation  services, 

17  which  includes  the  establishment,  mamtenance,^  and  ,implo-. 

18  mentation  of  those  programs  that  will  insure  the  opfi^al 

19  develo]^ment  or  restoration  of  eafch  resident,  physically,  psy- 

20  chologicklly,  socially,  and  vqcatipnally—  ^ 

21  '  (1)  The  residential  f acili^  j^hall  haY(|  a  wntten, 

22  public  statement  of  its  rehabiUUtion  objectives  for  its 

23  ^      residents,  consistent  with — 

,24  (A)  the  needs  of  its  residents; 

^25  (B)'  currentiy  accepted  rehabiUtation  princi- 

26  pies  and  goals; 


,  256 
254 

(0)  the  residential  facility's  philosophy  and 
goak;  and 

(D)  the  services  and  resources  the  residential 
facility  offers. 

(2)  \Vhile  the  habilitation  and  rehabilitation  concept 
and  process  embrace  all  efforts  to  achieve  the  optimal 
development  of  each  resident,  specific  habilitation  and 
rehabilitation  services  shall  focus  on  the  maximum 
achievement  of — 

(A)  self-help  skills; 

,(B)  social  competence,  including  communica- 
tion skills; 

(0)  vocational  competence;" and 
(D)  independent  living, 
(b)  The  ultimate  objective  of  vocational  rehabilitation 
services  shall  be  to  assist  every  resident  to  move  as  far  as 
he  or  she  can  along  the  continuum  from  vocational  afunction 
to  remunerative  employment  and  entry  into  the  mainstream 
of  society  as  an  independent  citizen  and  worker.  Vocational 
rehabilitation' services  shall  be  rendered — 

(1)  directly,  through  personnel  contact  between 
vocational  rehabilitation  personnel  and  residents;  and 

(2)  indirectly,  through  ^contact  between  vocational 
rehabilitation  perspmieLand  other  persons  working  with 
residents,  designed  to  enhance  and  facilitate  the  develop- 

\ 
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ment  and  jmaiutenaiiee  of  a  rehabilitative  environment. 

2  (c)  Vocational  rehabilitation  services  available  to  the 

3  residents,  yi  ^cordance  with  their  needs,  shall  include— 

(1)  vocational  evaluation;  ; 

(2)  the  formulation  of  WTitten  vocational  objectives 
for  each  resident; 

.    (3)  the'  formulation  of  a  written  plan  to  achieve 


4 

5 
6 
7 


I 

8        the  stAted|objectives; 


9 
10 
11- 
12 
13 
14 
15 
16' 
17 
18. 
19 
20 
21 
22 
23 
24 
25 
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(4).  implementation  of  the  vocational/plan  through— 
I  A)  mdi^ddual  counseUng;  / 
|b)  prevocational  programs;  j 
(0)  vocational  traming;    -  / 

[D)  vocational  placement;  / 

[E)  referral  to  appropriate  sources  for  other 
services;  and 

followup;\ 

(d)  Vocltional  evaluation  of  eacl|  resident  shall— 

( 1 )  ie  initiated  witliin  one  Ki6nth^fter  admission  to 
the  residlntial  facility;  ^ 

(2)  arise  out  of  a  written  coilaprehensive  interdisci- 
plinary (^valuation  (medical,  psyl^hological,  social,  and 
educational)  that  generates  data  relevant  to  vocational 


objectives  and  goals,  such  as  informlition  oonceriiing— 
^A)  aptitudes  and  abilities;  \ 
(^)  self-help  and  independent  living  skills; 
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(0)  interests; 

(D)  self  and  vocational  perception; 

(E)  sensorimotor  coordination,; 

(F)  oonununication.skills; 

(G)  current  social  adjustment; , 


6 
7 
8 

10 

11 

12 

13 

14 

15 

16 

17 

18 

19 

20 

21 

22. 

23 

24 


(H)  educational  history;  and 

(I)  vocational  and  axocational  history; 

(3)  be  adequate  for  the  fonnulatiort  of  vocational 
goals  and  of  a  detailed  plan,  for  the  achievement  of  such 
goals; 

(4)  be  adequate  ior  the  assessment  of  current  voca^-, 
tional  status  and  for  the  prediction  of  possible  future 
status;  and 

(5)  provide  for  periodic,  bot.at;  least  semiannual  re- 
evaluation,  consistent  with  the^iwogress  of  the  resident 
towar4^ the  stated  goals.  . 

(.^)  The  writtea  vocational  plan  for  each  resident  shall— 

(1)  be  consistent  with  the  vocational  evaluation; 

(2)  specify  the  program  to  be  undertaken  to  achieve 
his  ot  hej?  vocational  objectives ; 

;  w  .(3);  indicate  the  order  in  which  the  program  is  to 
bo-Wjdertaken,; 

(4)  provide  for  the  implementation,  of  the  evaluar 
tion  team's  recommendations;  a^.. 
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I  (5)  assign  the  responsibility  to  carry  out  the  plan. 
,  2         (f)  The  resident  shall  be  f\illy  involved  in  his  or  her 

3  vocational  evahiaiion,  and  in  the  formulation  of  his  or  her 

4  program  plan.  Preyocational  sen'ices  shall  contribute  to  the 

5  development  of  work  readiness  in  the  resident,  and  shall 

6  provide — 

7  ( 1 )  vocationally  relevant  academic  instruction ; 

8  (2)  instruction-  in  the  self-help  and  social  skills 

9  necessary  for  vocational  success; 

10  (3)  instruction  and  practice  in  the  social  skills 

II  necessary  for  maximally  independent  functioning  in  the 

12  community,  such  as  travel,  liandling  of  money,  and  use 

13  of  community  resources ; 

14^  (4)  an  orientation  to  the  world  of  work; 

15  (5)  development  of  work  attitudes  needed  for  voca- 

16  tional  success; 

17  (6)  rotated  exploration  and  try-out  of  job  tasks; 

IS  (7)  continuous  evaluation  of  vocational  potential; 

19  aiid 

20  (8)  any  necessary  supportive  services,  including 

21  physical  and  meiital  restoration. 

22  (g)  Vocational  training  programs  shall  meet  all  ap- 

23  plicable  legal  requirements,  and.shall  be  provided  through 

24  means  sueh  as: 

(1)  work  training  stations; 

I* 
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1 

(2)  work  activity  ccntci's; 

2 

(3)  transitional  sheltered  workshops; 

3 

(4)  work-study  programs; 

4 

(5)  on-the-job  training; 

5 

(6)  trade  training,  in  the  classroom  or  on  the  job; 

6 

(7)  vocational  training progmms  shall— 

7 

(A)   provide  for  an  evahmtion.  of  training 

8 

progress  at  least  every  3  montlis; 

9 

(B)    make  inaxiinmn  use  of  job  trahiing 

10 

resources — 

,11 

(i)  withni  the  residential  facility; 

12 

(ii)  within  the  communit}^;  ^ 

13 

(8)    residential   facilities   conducting  vocntional 

14 

training  programs  shall  have  vocational  (raining  per- 

15 

sonnel  assigned,  in  such  jiumhcrs  and  for  such  times 

16 

as  are  necessary  and  appropriate  to  the  situation,  to 

17 

supervise  the  training  in  each  training  area;  and 

IS 

(9)  written,  detniled  training  guides  and  currinila 

19 

shall  be  available  for  all  vocational  trainhig  areas. 

20 

(h)  Job  placement  services  shall  assist  the  individunl 

21 

to  enter  into  appropriate  kinds  of  employment,  such  as: 

22 

(1)   competitive,  rennmerative  employment; 

23 

(2)  trade  training  programs; 

24 

(3)  transitional  or  exteiuled  sheltered  workshops; 

25 

(4)  sheltered  employment;  . 
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1 

(5)  homebound  employment; 

2 

(6)  homemaker;  and 

3 

(7)  in  conjunction  with  job  placement  services,  the 

4 

individual  shall  be  provided  assistance  related  to  off-the- 

5 

job  needs,  activities,  and  resources,  such  as— 

6 

(A)  living  arrangements; 

7 

(B)  social  and  recreation  activities; 

8 

(C)  medical  services; 

9 

(D)  educational  resources; 

10 

(E)  religious  activities; 

11 

(F)  transportation; 

12 

\         (Gr)  legal  affairs; 

13 

(H)  financial  affairs;  and 

14 

(I)  counseling. 

15 

(i)  Systematic  follow-up  services  shall  be  provided 

16 

thatr--  ' 

17 

(1)  continue  to  he  available  to  the  individual  for 

18 

at  least  1  year  following  placement; 

19 

(2)  involve  contact  with — 

20 

(A)  the  individual; 

21 

(B)  the  individuars  family  or  family-substi- 

22 

tute;  and 

23 

(0)  the  nidividual's  employer,  if  appropriate; 

24 

(3)  generate  data  concerning  vocational  outcomes 

25 

"to  evaluate  and  improve  the  effectiveness  of  vocational 

2G 

rehabilitation  programs.  * ' 
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1  (j)  There  shall  bo  a  clearly  designated  person  or  team 

2  responsible  for  tlio  iuipleuieulation,  evaluation,  and  revision 

3  of  the  residential  facility'^  vocational  A'l»ibllitation  program. 

4  *  (1)  There  shall  be  available  to  each  resident  in  a 

5  vocational  rehabilitation  program  a  counselor  who  is  re- 

6  sponsible  fpr  seeing  that  tlie  resident's  vocational  reha- 

7  bilitation  program  is  <jfTectively  carried  out. 

8  (2)  A  vocational  rehabilitation  counselor  shall — 

9  (A)  have  a  master's  degree  in  rehabilitation 

10  counseling,  or  a  masters  degree  in  a  related  area 

11  plus  trauiing  and  skill  in  tlie  vocational  rehabilitation 

12  process;  or 

13  (B)  have  a  bachelor's  degree  and  work  under 

14  the  direct  supervision  of  a  person  described  in  (A) . 

15  (3)  Vx)cational  rehabilitation  personnel  providing 

16  training  to  residents  in  vocational  areas  shall  be — 

17  (A)  vocational  instmctors  certified  by  the  ap- 

18  propriate  State  agency;  or 

29  (B)  tradesmen  who  have  attained  at  least  jour- 

20  noyman  status. 

21  (k)  Appropriate  to  the  nature  and  she  of  the  rchldential 

22  facility,  provisions  bhall  be  made  for  vocationjil  rehabilitation 

23  staff  developments,  through  such  means  as — 

24  (1)  inservice  training; 

25  (2)  short-term  workshops; 
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2  (3)  seminars; 

2  (4)  attendance  at  conferences ;  and 

3  (5)  visits  to  other  residential  facilities. 

4  (1)  Every  residential  facility  that  has  a  vocational'  re- 

5  habilitation  program  shall  seek  to  establish  workhig  relation- 
Q  ships  with  public  and  private  rehabilitation  agencies  in  the 

"  7  ^  community.  Each  residential  facility  should  have  working 

8  relationships  with  university  training  programs  in  rehabilita- 

9  tion,  including  provision  for — 

2Q*  (1)  research  opportunities; 

(2)  practical  experiences; 

22  (3)  internship;  and 
•J3  (4)  consultation. 

1^  Subchapter  XVI— Volunteer  Services 

15  Skc.  271.  (a).  Volunteer  services  shall  be  provided  in 

16  order  to  enhance  opportunities  for  the  fullest  realization  of 

17  the  potential  of  each  resident  by— 

28  (1)  increasing  the  amount,  and  improving  the 

19        quality,  of  services  and  programs;  and 
2Q  (2)  facilitating' positive  relationships  between  the 

21.  .  residential  facility  and  the  community  which  it  seiTes. 
22^^      (b)  The  residential  facility  shall  have  a  written  state- 

23  ment  of  the  goals  and  objectives  of  its  volunteer  services 

24  program  that  are— 

25*  (1)  appropriate  to  the  needs  of  the  residents; 
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^  "  (2)  cousistent  with  the  philosophy  and  goals  of 

2  the  residential  facility ; 

3  (-3)  developed  in  collahoration  with  the  faeihty's 

4  staff; 

g  •   (4)  specific  and  ineasurahlc;  and 

^  (5)  continuously  assessed  and  periodically  revised. 

fj         (c)  Volunteers  shall  provide  services,  which  inay  he 
3   direct  or  indirect,  that  are  hased  on  resident  needs,  staff 
9   requests,  and  volunteer  skills,  and  that  enhance  programs, 
.jQ  develop  social  competence,  and  huild  self-esteem— 

(1)  volunteer  services  shall  supplement,  hut  shall 
22.  »ot  he  used  in  lieu  of,  the  services  of  paid  employees; 
^3  (2)  volunteer  participation  shall  comply  with  State 

laws,  such  as  those  relating  to  labor  and  insurance; 
.  (3)  volunteer  participation  shall  he  open  to  per- 

sons of  both  sexes,  and  of  all  ages,  races,  creeds,  and 

16. 

national  origins ;  and 


17 
18 
19 
20 
21 
52 


(4)  volunteer  services  shall  he  available  to  all  resi- 
dents, regardless  of  age,  ability,  or  handicaps, 
(d)  Direct  services  provided  to  residents  by  volun- 
teers, as  appropriate  to  the  residential  facility's  program  and 
in  cooperation  with  its  staff,  may  mclude,  but  are  not  limited 


23   ^'^  <> 


24 
25 


(1)  physical,  occupational,  and  music  therapy 
assistance ; 
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I              1  .  (2)  psychological  testing  assistance;-' 

2  '           (3)  behavior  modification  and  programed  instnic- 

3.  tion  assistance; 

4  (4)  teacher  or  classroom  assistance; 

5  (5)  religious  instruction; 

G  (6)  recreation  and  leisure  time  activities; 

7  (7)  social  skills  development; 

8  (8)  library  services; 
0  (9)  nursing  services; 

10  (10)  transportation  and  escort  assistAUico'; 

XI  i       (11)  visits,  vacations,  and  trips;  ♦ 

1^  (12)  job  and  home  findings;  and 

13  (13)  citizen  advocacy, 

14  (e)  Indirect  services  provided  by  volunteers,  as  appro- 

15  priate  to  the  residential  facility's  program  and  in  cooperation 

16  with  its  staff,  may  include,  but  are  not  limited  to— 
•    17  (1)  conducting  tours; 

18  (2)  clerical  and  laboratory  assistance; 

19  (3)  giftshop  and  canteen  operation; 

20  (4)  public  relations  and  community  education;  and 

21  (5)  contributions, 

22  (f)  Volunteer  services  staff  should  provide  the  following 
-  23  services — 

24  (1)  to  the  residential  facility's  staff— 

25  (A)  orientation  in  the  need  for,  and  pliilosophy 

26  of  volunteer  services; 
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/  (B)  identification  of  how  and  where  volunteers 

2  can  be  utiKzed;  and- 

3  (0)  assistance  in  developing  training  for  volun- 

4  teers; 

5-  (2)  to  thd  volunteers— T 

6  j  (A)  orientation,  training,  and  placement; 

7  (B)  opportunities  to  participate  in^planning  and 

8  evaluating  their  experience's!;  and 

9  (C)  appropriate  reco^ition  of  their  services 

10  and  contributions. 

11  (g)  Voiunteer  sei-vices  stafT  functions  shall  include — 

12  (1)  development  and  implementation  of  a  plan  for 

13  recruitment,  selection,  deployment,' orientation,  training, 

14  '  supervision,  evaluation,  recognition,  advancement,  and 
15_  separation  of  volunteers; 

16  (2)  development  in  collaboration  with  appropriate 

17  staff,  of  job  descriptions  for  volunteers; 

18  (3)  maintenance  of  complete  and  accurate  records, 

19  including,  but  not  necessarily  limited  to — 

20  .  (A)  hours  of  volunteer  service  rendered; 

21  (B)  individuals  and  organizations  providing 

22  services; 

23  (0)  materials  and  moneys  received ;  and 

24  "        (D)  operational  budget. 

25  (h)  The  staff  memb($*s  responsible  for  residential  facil- 


26  ity  programs  utilizing  vuluntcci-s  shall,  be  responsible  for 
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^  1  providing  sucli  volunteers  with  on-the-job  training,  super- 
\    2   vision,  and  consuhation.  , 

3  (i)  The  cooperation  and  involvement  of  staff  and  coinr 
,4  numity,  which  is  essential  .to  a  successful  vohniteer  services 
5   program,  sliould  be  achieved  by  means  such  as— 

(1)  a  standing  staff  connnittce  v\\  vohn'iteer  serv- 
ices, to  foster  communications  and  cooperation,  to 
evahnije^ajuL^oordinate  existing  programs,  and  to 
stimulate  new  programs; 
^  (2)  a  vohniteer  services  advisory  committee,  com- 
posed of  representatives  of  appropriate  connnnnity  orga- 
nizations; 

(3)  encouragement  of,  and  involvement  with  par- 
ent^ groups; 

U4)  collaboration  with  appropriate  agencies'  and 


(5)  recruiting  vohmtcers  representative  of  (he 
coninumity  served  by  the  residential  facility,  in  respect 
of  nge,  ^ex,  socioeconomic,  religious,  racial,  and  otlinie 


2-1  goals  and  objeetlves 
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(I)  A  residential  facility  stall  iiieiiiber  shall  be 
designated  to  be  rei^ponsible  and  airountablo  for  vol-: 
unteer  serviees— 

(A)  where  the  size  of  the  residential  facility 
aud  seoi)e  of  the  program  ^Yarrant,  the  person  re- 
.sponsible  for  volnntecr^serviees  shall  devote  full  time 
to  ihis  area;  '  \ 

(B)  volunteer  services  shall  be  of-ganized 
within  the  administrative  structure  of  tlic  residential 
facility  in  such  a  way  as  to  be  available  to,  and 
maximally  utilized  by,  all  relevant  services  and  pro- 
grams; therefore,  the  s(afT;member  responsible  for, 
volunteer  services  should  report  to  an  individual 
with  residential  facility-wide  administrative  respon- 

'  .    sibihty ;  and 

(C)  tlie  staiT  member  responsible  for  volun- 
1     teer  services  §hould  have  the  same  relationship  to 

volunteers  as  a  persoiniel  oflicer  lias  \o  paid 
emi)loyees. 

^^M^2)  The  stall  member  responsijjle  for  volunteer 
services  shall  have — 
\        (A)  the  necessary  interpersonal,  consultative, 
.  leadership,  and  orgaimj/tional  and*  adiniuistfativc 
skills  and  abilities;       '  \ 


\ 
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(B)  (leiuonstrated  ability  to  identify,  mobilize, 

2  and  de]^)loy  volunteer  resources  to  meet  the  needs 

3  of  residents; 

4  (C)  knowledge  of  eounnunity  organization; 
(DJ  Jcnowledge  of  eiurent  practices  and  con- 


0 


(5  .  cepts  in  mental  retardation  and  other  developmcntjd 

7  •  ,         (^isabiliiies;  and  • 
3    ,  (1^)  ti-aiuing  or  experience  in  organizing  and 

9  administering  volunteer  services,  as  appropriate  to 

2Q  '  .the  nature  and  size  of  the  residential  facility,  and^ 

preferably — 

22  ,  (i)  a  baccalaureate  degree  in- a  behavioral 

science;  and 

24  (ii)  o  years  of  experience  in  volunteer 

25  ,  services  orrjetated  area. 

16  (k)  Appropriate  to  the  size  of  the  residential  facijity, 
iT   there  should  be  a  .^ta^  development  .program  designed  to 

18  maintain  and  improve  the  .skills  of  volunteer  sersices  staff, 

19  through  means  such  as— 

2Q  ( 1 )  seiruuirs,  workshops,  and'  conferences ; 

21  (2)  collejje  and  university  courses; 

'22  (3)  participalipii  in  professional  organizations; 

23  (4)  participation  in  interdisciplinary  groups; 

24  (5)  visits  to  other  residential  facilities;  and 
(6),  access  to.  relevant  professioniil  literature. 
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1  (1)  There  shall  be  adequate  and  acecssiblc  spaee,  fa- 

2  cilities,  equipment,  and  sui)plies  fo/-  providing  efiicieiit  and 

3  elTective  volunteer  services.  If  a  caiiteen  is  operated  by  the 


5 
6 
7 


4  residential  facility,  it  shall— 

(1)  be  operated  for  the,  benefit  of  the  residents; 

(2)  be  open  to  residents,  stafl  faaiilies,  and  visitors, 
without  segregation  bj|  spaee  or  hours  of  use,  so  as  to 

8  faeiHtate  interaction; 

9  (3)  provide  opportunities  for  residents  to  purchase 
10        items  for  their  personal  needs; 

'^'^  '  (^)  provide  opportunities  for  the  training  of  resi- 

12        dents;  and 

1^  (5)  be  operated  so  that  any  profits  derived  are 

14  utilized  for  the  benefit  of  residents. 

15  Chapter  4.— RECORDS 
Subchapter  I— Maintenance  of  Residents*  Records 
Skc.  272.  (a)^V  record  shall  be  inaiiitaiiied  for  each 

18^*  resident  that  is  adequate  for—  . 

(0  planning  and  continuous  evaluating  of  the  res- 
20        ident's  liabilitiition  program; 

(2)  providing  a  means  of  conimuiiication  among 
22  all  persons  contributing  to  the  resident's  habilitation 
23^  program; 

24  (3)  furnishing  documentary  evidence  of  the  resi- 

dent's progress  and  of  his  response  to  his  habilitation 


16 
17 


25 


2(3  program; 
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1  (4)  serving  as  a  basis  for  review,  study,  and  evalua- 

2  ^  tjou  of  tlie  overall  programs  provided  by  the  residential 

3  .   *  facility  for  its  residents; 

\ 

4  (5)  pfoteeting  the  legal  rights  of  the  residents,  resr 

5  I  idential  facility,  arid  staff;  and  ; 

6  .  (6)  providing  data  for  use  in  research  and  eduj- 
7,  cation. 

8  (b)   All  information,  pertinent  to  tlie  abovo-state^l 

9  p^iirposes  shall  be  incorporated  in,  the  resident's  record,  in 
10  sjifficient  detail  to  enable  those  persons  involved;  in  the  resi- 

/il  dent's  program  to  provide ^ effective,  continuing  servTces.  J^W 

12  entries  in  the  resident's  record  shall  be — 

13  (1)  legible; 

14  (2)  dated;  and 

J5.  (3)  authenticated  by  the  signature  and  identifaca- 

16  tion  of'^he  ilidividual  making  the  entry. 

17  ^  (e)  Symbols  and  abbreviations  may  be  used  in  the  record 
38  entries  only  if  they  are  In  a  list  approved  by  the  residential 

19  facility's  chief  executive  officer  and  a  legend  is  provided  to 

20  explain  them.  Diagnoses  should  be  recprd^id  in  full  and  with- 

21  ~out  the  use  of  symbols  or  abbreviations. 

22  Subchapter  II— Contait  of  Records 

23  Skc.  273.  (a)  The  following  information  should  be 

24  obtam^jtl  and  entered  in  the  resident's  record  at  the  time  of 

25  admission  to  the  residential  facility: 

*  *\ 

27(5; 
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1  (1)  name,  date  of  admission,  date  of  birth,  place 

2  of  birth,  citi'^senship  status,  marital  status,  and  social 

3  security  number; 

4  {2)  father's  name  and  birthplace,  mother's  maiden 

5  name  and  birthplace,  and  parents'  marital  status; 

g  (3)  nnme  and  address  of  parents,  legal  guardian, 

7  or  next  of  kin; 

8  (4)  sex,  ra^e,  height,  weight,  color  of  hair,  color  of 

9  eyes,  identifying  marks,  and  recent  photograph; 

(5)  reason  for  admission  or  referral  problem; 

21  V.     (6)  type  and  legal  status  of  admission; 

12  (7)^  legal  competency  status; 

13  (8)  language  spoken  or  imderstood; 

14  (9)  sources  of  support,  including  Social  security, 

15  veterans'  benefits,  and  insurance; 

16  (10)  provisions  for  clothing  and  other  personal 

17  ,  needs; 

18  (11)  information  relevant  to  religious  alTiliation; 

19  (12)  reports  of  the  preadmission  evaluations;  and 

20  (13)  reports  of  previous  histories  and  evaluations. 

21  (b)  Within  the  period  of  one  month  after  admission 

22  there  sh^U  be  entered  in  the  resident's  record — 

23  W  ^  report  of  the  review  and  updating  of  the  pre- 

24  admission  evaluation; 


ERIC 


277 


273 

271  ' 

(2)  a  statement  of  prognosis  lhat  ean  be  nsed  for 
programing  and  plaeement; 

(3)  a  eomprchcnsive  evaluation  and  individual  pro- 
gram plan,  designed  by  an  interdiseiplinary  team;  and 

(4)  a,  diagnosis  based  on  the  appropriate  nationally 
reeognized  professioiral  assoeiation*s  manual  on  termi- 
nology and  elassifieation  in  mental  retardation  and  other 
developmental  disabilities  and,  where  neeessary,  the  diag- 
nosti^e  and  statistieal  manual  of  mental  disorders,  most 
reeent  edition,  published  by  the  appropriate  nationally 
reeognized  professional  psyehiatric  assoeiation. 

(e)  Eecords  during  residenee  should  inelude — 

(1)  reports  of  aeeidents,  seizures,  iilncfscs,  and 
treatments  thereof,  and  immunizations; 

(2)  reeord  of  all  .periods  of  restraint,  with  justifiea- 
tion  and  authorization  for  ealsh; 

(3)  report  of  regular,  at  least  annual,  review  anc] 
evaluation  of  the  program,  developmental  progress,  and 
status  of  eaeh  resident; 

(4)  observations  of  the  resident's  response  to  his 
program,  recorded'  with  suffieient  frequency  to  c  nable 
evaluation  of  its  efficacy; 

^    (3)  reeord  qf  significant  behavior  incidents; 

(6)  record  of  family  visits  and  contacts; 

(7)  reeord  of  attendapee  and  leaves; 
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1  (8)  correspondence; 

2  (9)  periodic  updating  of  the  iiifoniiatioii  recorded 

3  ^       at  the  time  of  .admission ;  and 

4  (10)  appropriate  authorizations  and  consents. 

5  (d)  At  the  time  of  discharge  from  the  residential  facility,' 

6  a  discharge  summary  shall  be  preparcil  that  should—  * 

7  4/  (1)  mclude  a  brief  recapitulation  of  findings,  even tsj 

8  ,      and  progress  during  residence,  diagnosis,  prognosis,  and 

9  ./recommendations  and  arrangements  for  future  program- 

10  hag; 

11  (2)  be  completed  and  entered  in  the  resident's  rec- 

12  ord  within  7  days  followmg  discharge;  and 

if 

13  (3)  with  the  written  consent  of  the  i-csidcnt  or  his 

14  guardian,  be  copied  and  sent  to  fhc  individual  or  agency 

15  who  will  be  responsible  for  future  progiaming  of  the 

J 

16  resident. 

17  (e)  In  the  event  of  death— 

13  (1)  a  copy  of  the  death  certificate  should  be  placed 

19  in  the  resident's  record;  and 

20,  (2)   when  a  necropsy  is  performed,  provisioL/l 

21  anatomic  diagnoses  should  bo  recorded  within  72  hours, 

22  where  feasible,  and  the  complete  protocol  should  be  made 

23  part  of  the  record  within  3  months. 

24  Subchapter  III— Confidentiality  of  Records 
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1  Skc.  274.  (a)  All  information  contained  in  a  resident's 

2  reeords,  including  information  contained  in  an  automated 

3  data  bank,  shall  be  eonsidered  privileged  and  eonfidential— 

4  (1)  the  reeord  is  the  property  ot  the' residential 

5  facility  whose  vesponsibility  it  is  to  secure  the  informa- 
g  tion  against  loss,  dcfaccnicnt,  tampering,  or  use  by 
•7  unauthorized  persons; 

8  (2)  the  record  may  be  removed  from  the  residen- 

9  tial  facility's  jurisdiction  and  safekeeping  only  in  aecord- 
IQ  anee  with  a  court  order,  subpena,  or  statute; 

11  (3)  there  shall  be  written  policies  governing  ae-  , 

22  cess  to,  duplication  of,  and  dissemination  of  information 

23  from  the  record;  and 

14  (4)  written  consent  of  the  resident  or  his  guardian 

15  sliall  be  required  for  the  release  of  information  to  per- 

16  sons  not  otherwise  authorized  to  reeeive  it. 

17  Subchapter  IV — Central  Record  Service 

18  Sec.  275.  (a)  The  residential  faeility  shall  maintain  an 
29  organized  eentraPreeord  serviee  for  the  eolleetion  and  dis- 

20  semination  of  mformation  regarding  residents.  A  eentralized 

21  or  decentralized  system  of  recordkeeping  niay  be^IScd  in  ac- 

22  eordanee  with  tlie  needs  of  the  residential  faeility — 

23  (1)  there  shall  be  a  unit  record  that  contains  all 

24  information  pertaining  to  an  individual  resident'' for  all 
*25  admissions  to  tlic  residential  faeility; 


276 
274 

1  (2)  where  partieular  professional  services  require 

2  the  niaiuteuanec  of  separate  records,  a  sunuuary  of  tlie 

3  information  contained-tlrcrein  shall  bo  entered  in  the  unit 

4  record  at  stated  intervals; 

5  (3)  records  shall  be  readily,  accessible  to  authpr- 
G  i^^ed  personnel;      •       *  ^ 

7  (4)  where  a  centralized  system  is  used,  appropri- 

8  ^  ate  records  bhall  also  be  available  in  the  resident-living 

9  units;  and 

10  '^(5)  a^periodic  review  of  the  content  of  the'records 

11  should  be  made  by— 

12  (A)  record  persouud,  to  assure  that  they  are 

13  ^  current  and  complete ;  and 

14  (li)  a  committee  of  appropriatt^  staff,  including 

15  the  record  librarian,  to  assure  that  they  meet  the 
3t)  standards  set  forth  in  sectiqn  278; 

17  (())  there  shall  be  a  master  alphabetical  index  of 

IS  all  residents  admitted  to  the  residential  facility;  and 

19  -  (7)  records  shall  be  retained  for  the  period  of  time 

20  specificd'^hy  the  residential  facility,  but  at  least  for  the 

21  period  6{  time  consistent  with  the  statute  of  limitations 

22  of  the  State  in  which  the  rci^idential  facility  is  located. 

23  Subchapter  V— Statistical  Records 

24  ^  Sec.  270.  (a)  While  the  type  and  amoimt  of  statistical 
2o  'hiformatlon  will  depciUl  upon  the  residential  facility's  par- 
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1  ticular  needs,  such  information  should  include  at  least  the 

2  following: 


3  (1)  number  of  residents  by  age  groups,  sex,  race, 

4  and  place  of  residence; 

5  ^  (2)  number  of  residents  by  level  of  retardation, 

6  according  to  the  appropriate  nationally  recognized  pro- 

7  fessional  association  on  mental  deficiency  classification; 

8  (3)  number  of  residents  by  level  of  adaptive  be- 

9  havior^  according  to  the  appropriate  nationally  recog- 

10  nized   professional   association   of  mental  deficiency 

11  classification; 

12  (4)  number  of  residents  with  physical  disabilities; 
23  (5)  number  of  residents  who  are  ambulatory  and 

14  nonambulatory  (mobile  and  nonmobile)  ; 

15  (6)  number  of  residents  with  sensory  defects; 
16*  (7)  number  of  residents  with  convulsive  disorders,^ 

17  grouped  by  levelof  seizure  control; 

18  (8)  number  of  residents  by  etiological  diagnoses, 
39  according  to  the  appropriate  nationally  recognized  pro- 

20  fessional  association  and,  where  necessary,  the  DS^f-II 

21  classifications; 

22  (9)  movement  of  residents  into,  out  of,  and  with- 

23  in  the  residential  facility ;  and 

24  (10)  length  of  stay. 
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1  (b)  Data  shall  be  reported  to  appropriate  Federal^  aim^ 

2  bth'er  agencies  as  re(iuestedi 

3  Subchapter  VI— Records  Personnel  ' 

i        Sec.  277.  (a)  There  shall  be  available  suflicieftVitppro- 
"  5   priately  qualified  staff,  and  neces:)ary  supporting  personnel, 
Q   to  facilitate  the  accurate  processing,  checking,  indexing, 

7  filing,  and  prompt  retrieval  of  records  and  record  data. 

8  (b)  The  record  system  should'^e  supervised  On  a  full- 

9  or  pa^t-time  basis,  according  to  the  needs  of  the  residential 
IQ  facility,  by  an  individual  "who-r 

"  (1)  is  a  registered  record  librarian;  or 

(2)  is  an  accredited  record  technician;  or 
)     (3)  has  demonstrated  competence  and  experience 
14.  administering  and  s,yperyising,  the  maintenance  and. 

15  >  use  of  records  and  reports.  '        '  :  ' '  ^^"^ 

»  " ,  ^ '  - 

16  ^      (p)  Record  personnel  should— i\  , / 

17  (1)  be  mvolvedin  educjitional  programs  relative  t^/ 

18  their  activities,  including  orientation,  on-the-joU.Xr/iiunig,,;* 

19  and  regular  inservicc  education  programs;  an(j[ 

20  (2)  participate *in  workshops,  institutes,  or  corre- 

21  spondence  education  jcourses  available  outside  the  resi- 
22'  dential  facility. 

23  (d)  There  shall  be  adequate  space,  facilities,  equipment, 

24  and  supplies  for  provjiding  efficient  and  efTejstive  record 

25  services. 
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1  ^  Chapter  5.--RESEARCH 

2  Subchapter  I— Encouragement  of  Research 

3  Sec.  27^.  (a)  Recognizing  .that  the  understanding,  pre- 

4  vention,  and  amelioration  of  mental  retardation  and  other 

5  developmental  disabilities  ultimately  depends  upon  knowledge) 

6  gained  through  researc^i,  tlie  adi^inistration  and  staff  of  the 

7  residential  facility  (and,  hi  the  case  of  public  facilities,  the 

8  appropriate  governmental  agency)  shall  encourage  research 

9  activity. 

10  (1)  opportunities  :4ind  resources  should  be  made 

11  available  to  members  of  tlie  staff  who  are  equipped  by 

12  interest  and  training  to  conduct  applied  or  basic  research. 

13  Research  resources  qr  necessary  research  assistance 

14  should  be  made  available  to  all  staff  members  who  have 

15  identified  rcsearcliablo  problems  related  to  the  programs 

16  for  which  they  are  responsible; 

17  (2)  research  by  qualified  inveatigatoi-s  who  are  not 

18  staff  members  of  the  residential  facility  shall  be  encour* 

19  aged.  There  shall  be  a  written  policy  concerning  the  con- 

20  duct  of  research  in  the  residential  facility  by  investigators 

21  who  are  not  staff  members.  Outside  researchers  shall  ful- 

22  fill  the  same  obligations  i  dative  to  staff  information  and 

23  feedback  as  do  residential  facility  staff  members.  Consid- 

24  oration  should  be  given  to  the  assignment  of  a  residential 

2  8  :|  - 
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1  facility  stall  member  to  each  research  project  conducted 

2  by  outside  investigators;  and  , 

3  (:})  where  feasible,  there  shall  be  ongoing,  coop- 

4  crative  programs  of  research  and  research  training  Avith 

5  colleges,  universities,  aiul  research  agencies. 

^  6  (b)  The  adnihnstration  of  the  residential  facility  sliall 

7  make  provision  for  the  design  and  conduct,  or  the  supervision, 

8  of  research  that  \\ill  objectively  evahiate  the  eflectiveness  of 

9  program  components  and  contribute  to  informed  decision- 
"lO  making  in  the  resideiltial  facility. 

11  Subchapter  11— Review  of  Research  Proposals 

12  ^  Sec.  279.  (a)  An  interdisciplinary  research  committee, 

13  shall  review  all  proposed  studies  to.  insure — 
.14  ( 1 )  adequacy  olf  research  design ;  and 

15  (2)   implementation  of  ethical  standards  in  the 

3()  design. 

37  (b)  Kesidential  facility  stall  mend)ers  shall  be  eon- 

18  suited  regarding  the  planning  of  research  and  the  utilization 

19  of  research  findings  in  their  areas  of  competence  and  interest. 

20  Subchapter  III— Conduct  of  Research 

21  Sec.  280,  (a)  The  residential  facility  shall  follow, 

22  and  comply  with  the  statement  of  assurance  on  researeli 

23  in\ohing  human  subjects  required  by  the  United  States 
2i  Dcpartuicnt  of  Jlealth,  jidutaticm,  and  Welfare  for  projects 

285 
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1  supportQd  by  that  ngcncj  or  any  apprt)pnate  iuoi;c  stringent 

2  such  siuicincnt,  as  appropriate.  ^ 

3  ^  (b)  Investigators  and  others  directly  involved  in!  the 
4/  research  sliall — 

.     (1)  fldhera  to  the  etliiual  standards  of  tlieir  pro- 

6  fessions  concerning  tlie  conduct  of  resoardi ;  and 

7  (2)  have  access  to^tlie  record  of  informed  consent. 
3           Subchapter  IV— Reporting  Research  Results 

9        Sec.  281.   {^\)   The  principal  investigator  of  each 

10  research  project  shall  be  responsible  ior  communicating  to  the 

11  staff  of  the  resideft^kl  facility  the  purpose,  nature,  outcouu?, 

12  and  possible  practical  or  tluToretieal  implications  of  the  re- 
33  search.  Copies  of  the  report  reuniting  froin  research  projects 
1^  shall  be  maintained  in  the  residential  facility. 

(b)  Where  research  findings  are  nmde  public,  care 
shall  be  taken  to  assure  the  anonymity  of  individual  residents 
and  parents. 

(c)  Clearly  defined  mechanisms  shall  exist  for  inform- 
ing  staff  members  of  new  research  findings  that  have 
ftpplicability  to  the  programs  and  administration  of  the  res- 
idential  facility.  There  shall  be  evidence  that  currently  ap- 
plicablc  research  results  are  being  iniplementcd  in  the  res- 

^'^  idential  facility's  programs. " 

I  ■ 
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1  Chapter  e^A^F^lTY  AND  SANITATION 

2    Subchapter  i— Safety  , 

3  ~     Skc.  282.  (a)  The  rcquirejtnentS  of  the  Secretary  ^lall 
4.  be  met,  with  specific  reference  to  the  following— 

5  (1)  provision  of  adequate  and  altarnats  exits  and 

Q      '  exit  doors;'  -  . 

fj.  (2)  provision  of  exit  ramps,  with'  nouskid  surface 

8  -     and  slope  not^xceeding  one  foot  in  twelve ;  and 

9  ( 3 )  provision  of  handrails  on  stairways. 

j^O  (b)  There  shall  be  records  that  document  strict  com- 
11 .  pliance  witli  the  regulation  of  the  State  or  local  fire  safety 

12  authority -that  has  primary  ji^risdicaon  over  the  residential 

13  facility^"  | 

U    \    '     (ly  aisles^and  exit^  shall  be  free  from  all  encum- 

15  brai/ces^and  floors  shallj  be  uncluttered;  .        ^  ^ 

16  (2)  flammable  materials  shall  be  properly  stored 

17  and  safeguarded;  / 

18  (3)  atticg'ond  basements  shdl  be  kept  orderly  and 
.19       free  of  rubbish;  and   |  » 

20'       '    (4)  there  shall  bj  records  of  periodic  fire  safety 

-  -  ■»     '  •  « 

21  inspections  and  reportsi  .     ■  , 

22  (c)  There  sliall  bo  a  written  staff  organization  plan  and 


23  detailed,  written  procedures 


24  to,  and  periodically  reviewed  with  staff,  for  meeting  all 
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1   potential  emergencies  and  disasters  pertinent  to  the  area,  sncli 
2y'flS  iire,  severe  weather,  and  missing  persons.  * 
^    ^  (1).  The  plans  and  procedures  should  ineludc— 

/  \  (A)  plans  for  the  assignment  of  personnel  to 

0  specific  t^isks  and  responsibilities; 

"  G  (B)  instrnctious  relating  tactile  use  of  alarm 

7  systems  and  signals; 

8  \     (C)  informa tion  concerning^  methods  of  ftrocon- 

9  taimnent;  I 
10  (D)  systems  for  notification  of  approprijt^e  per- 
il          ,  sons;  ^ 

^12  (E)  jnformation  concerning  the  location  of 

13  fire-fighting'Jiauipment;  and 

(l^)'  spt'^ilication  of  evacuation  routes  jind  pr^9- 
1^  cedures. 

(2)  The  plans  and  procedures  shall  be  posted  at 
'^"^      .  suitflblo  locutions  through  the  residential  facility; 

(d)  Evacuatfon  drills  shall  be  held  at  least  quarterly, 

19  for  each  shift  of  residential  facility  personnel  and  under 

20  varied  conditions,  in-order  to — 

21  .    .      (L;  insure  that  all-  per^sonnel  on  all  shifts  arc 

22  trained  to  perform  assigned  tasks; 

2i^  /  (2)*  insure  that  all  persomiel  on  ajl  shifts  are  famil- 

  iar  ^vith  the  use  of  the  TirefigMng.  equipment  in  the 

25        residential  facility; 
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(3)  e'valunte  the  elTt'Ct\veiiess  of  disaster  plans  and 

,2  'procedures; 

•  3  (4)  evacuation  drills  sliall  include  actual  evacua- 

4  tion  of  residents  to  safe  areas  during  at  least  one  drill 

5  each  year,  on  each  shift,  There  shall  Be  special  provisions 
6*  for  tlie  evacuation  of  the  physically  liandicapped,  such  as 
7  lire  cluitcs  and  mattress  loops  with  poles;  and 

8:  -        (5)  there  sliall  be  a  written-,  fded  report  and  evalua- 

9  tion  of  each  evacuation  drill. 

10  (c)  An  active  safety  program  shall  be  maintained  by 

11  a  muhidi^ciplinaiy  safety  eonunittec  that  investigates  all 

12  accidents  and  makes  rccomnicndalious  for  prevention.  Eec- 

13  o.rds  of  the  activities  of  the  safety  committee  shall  be  kept. 

14  There  shall  be  adequate  safety  shields  on  the  moving  parts 
1.-5  of  all  dumbwuilcrs,  elevators,  and^pther'ma<,-liincry,  as  pro- 
Ki  vided  for  in  applicable  standards  and  codes. 

17  (f)  All  buildings  and  outdoor  recreation  facilities  con- 

V6  structcd  after  1971  shall  be  accessible  to,  and  usable  by,  the 

19  nonambulatory  and  shall  meet  standards  of  the  Secretary 

20  for  making  building  accessible  to,  and  usable,  by  the  physi-* 

21  cally  handicapped—  ^  '     ,  . 

22  (!)  all  existing  buildings  and  outdoor  recreation 

23  facilities  shall  be  modifieJl  so  as  to  conforrri  to  the  above 
'•24  standards,  by  December  '^  1 ,  1 07G ;  and 

25  (2)  existing  residential  facilities  shall  provide— 
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1  *  (A)  entrance  ramps  wide  enough  for  wheel- 

2  chairs,  not  exceeding, a  rise  of  one  foot  in  twelve, 

3  <»  with  nonsHp  surfaces,  and  witli  rails  on  both  sides/; 

4  "(B)  door^vays  and  corridors  Avide  enough  for 

5  wheelchairs;  and 

6  (C)  grab  bars  in  toilet  and  batliing  facilities. 

7  (g)  Paint  used  iji  the  residential  facility  shall  be  leftd 

8  free.  Old  paint  or  pteter  containing  lead  shall  have  been 
^    9  removed,  or  covered  in  such  manner  that  it  is  not  accessible 

10  to  residents. 

11  (h)  Appropriate  provisions  shall  be  made  for  emergency 

12  auxiliary  heat  by  means  of  alternate  sources  of  electric  power, 

13  alternate  fuels,  or  standby  equipment. 

M  Subchapter  II— Sanitation 

15  Sec.  283.  (a)  There  shall  be  records  that  document  strict 

.  16  compliance  with  the  sanitation,  health,  and  environmental 

17  safety  codes  uf  the  State  or  local  authorities  having  pnniary 

18  jurisdictluu  over  the  residential  facility.  Written  reports  of 
Id  inspections  by  State  or  local  health  authurities,^nd  records  of 

20  action  taken  on  then  recommendations/^iall  be  kept  on  file  , 

21  at  the  residential  facility. 

22  (b)  The  holding,  transferring,  and  disposal  of  waste  and 
•    23  garbage  shall  be  done  in  a  manner  that' will  not  create  a 

21  uulsauro,  nor  penult  the  trnuMnixsion  of  disease,  nor  create  a 

25  breeding  place  for  insects  or  rodents— 

O        51-713  0'7&  -  14  ^  ^  ^ 
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.  1 

;  '    (1)  wifste  that  is  not  disposed  of  by  meclianical 

2 

means  shall  be— 

3 

(A)  kept  in   leakproof,  nonabsorbent  eon- 

4 

tainers  with  close-fitting  covers;  and 

5 

(B)  disposed  of  daily; 

6 

(2)  containers  shall  be  thoroughly  cleaned  inside 

7 

and  out,  each  time  they  arc  emptied;  and 

8 

,  .  (3)  impervious  plastic  liners  should  be  used. 
\  * 

9 

(c)  Ifandwashing  facilities  shall  be  available  in,  or 

10 

At 

immediately  adjacent  to— 

11 

(1)  bathrooms; 

12 

(2)  toilet  rooms;' 

13 

,(3)  sleeping  areas;  and  * 

14 

(4)  kitchens. 

15 

(d)  There  *shall  be  adequate  insect  screens  on  all  - 

16 

windows  and  doors  where  needed  and  adequate  janitorial 

17 

equipment  and  storage  space  in  each  unit  of  the  residential 

18 

facility.                              •  * 

19 

Chapter  T^ADMINISTRATIVE  SUPPORT 

20 

SERVICES 

21 

Subchapter  I — Functions,  Personnel,  and  Facilities 

22 

Sec.  284.  (a)  Adequate,  modem  administrative  sup- 

23 

porjb,. shall  be  provided  to  efficiently  meet  the  needs  of. 

24 

and  contribute  to,  program  services  for  residents,  and  to 

,  23 

facilitate  support  of  a  variety  of  resoulrces,  which  may  In- 

0 
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1  dude,  but  need  not  be  limited  to,  the  following  kinds  of 

2  services:  clerical^  communication,  dietary,  financial;  ^use- 

3  k<jcping,  laundry,  pcrsomiol,  phy,sical  plant,  records,  safety 

4  and  security^  and  supply  and  purchasing. 

5  (b)  Administrative  support  fiuictions  should  be  directed 

6  by  a  qualified  administrator,  trained  and  experienced  to 

7  pro\1de  skilled  and  eflicient  coordination  ofjhese  services, 

8  to  adequately  meet  the  residential  facility's  program  objec- 

9  tives.  In  larger  residential  facilities,  provision  may  be  made 

10  for  both  executive  direction,  via  a  chief  executive  officer 

11  (superintendent,  director) ,  and  administration  of  support 

12  services  (via  a  business  manager)^  In  smaller  residential 

13  facilities,  a  single  person  may  provide  both  program  direc- 

14  tion  and  administration  of  support  servi^ces— ^ 

15  (I)  the  administrator  of  support  services  should — 

16  (A)  have  at  least  a  baccjilaureate  degree;  or 

17  (B)  have  completed  formal  graduate  education 

18  in  health  administration  or  its  equivalent; 

19  (2)  all  admfntsIfalive^suppoYf^ersonnel  slFalTliave 

20  sufficient  understanding  and  appreciation  of  the  nature 

21  and  behavior  ot  the  mentally  retarded  and  dcvelopmcn- 

22  H  tally  disabled  resident,  to  assure  that  each  employee's 

23  work  and  his  or  her  relations  to  the  residents  contribute 

24  positively  to  their  welfare. 
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1  (c)  There  shall  be  adequate  'office  space,  facilities, 
2-  equipment,  and  supplies  for  the  eflicieiit  conduct -of  all 

3  administrative  support  functlons. 

4  Part  D—Standards  foe  CoMiiUNiTY  Eaoilities  and 

5  Agbkcies;  Pkograms  for  Mentally  Rbta5{dbd 

6  AND  Other  Persons  With  Developmental  Dis- 

7  ABILITIES 

8  .        Subpart  1— Individual  Support  Systems 

9  ^CASB  FINDING 

10  '   Sec.  285.  (a)  For  the  purposes  of  this  part  the  term 

11  "case  finding"  means  the  processes  of  systematically  reaching 

12  into  the  community  for  the  purposes  of  identifying  persons 

13  Ml  need  of  services  provided  pursuant  to  this  title;  alcj;tiiig 
persons  and  their  families  to  the  availability  of  such  serv- 
ices;  locating  providers  of  such  services;  and  assisting  per- 
sons  to  enter  the  service  delivery  system. 

.  (b)  Facilities  and  agencies  receiving  Federal  assist- 
i?_an.cc  uudeiiliis-AcLshall=r  —  


(1)  establish  written  policies  for  its  case  finding 

20  program; 

J. 

21  (2)  designate  a  staff  member  to  monitor  and  to 

22  fpllow  up  the  case  finding  process; 

23  (3)  maintain  evidence  of  its  case  finding  activities 
2^        in  the  following  areas: 
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(A)  identifying  persons  in  need  of  serviees, 
locating  serviees  to  meet  their  needs,  and  assisting 
them  in  entering  the  service  delivery  system; 
,  (B)  alerting  relevant  agencies  and  individuals 

of  the  importance  of  early  detection,  especially  with 
high  risk  populations,  and  of  their  role  as  case 
finders; 

(C)  coordinating  its  case  finding  activities 
with  the  case  finding  activities  of  relevant  agencies 
and  praQ,titioners;  and 

(D)  reaching  out  to  meet  the  expressed  or 
une.^ressed^eeds  of  the  inarticulate. 

ENTRY  IXTO  TIUB  SERVICE  DELIVERY  SYSTEJI 
Sec.  286.  (a)  "Entry",  for  purposes  of  this  part,  means 
actions  taken  by  a  facility  or  agency  to  bring  a  person  in 
need  of  services  into  tlie  service  deUvery  system,  and  to  t!ie 
actions  taken  by  such  facility  or  agency  immediately  preced- 
ing and  follo\ving  actual  entry. 

(b)  JTacilitics  and  agencies  receiving  assistance  under 
this  Act  shall— 

(1)  establish  written  policies  regarding  its  entry 
procedures,  and  stipulate  in  such  policies  tliat  persons 
arc  accepted  for  entry  services  without  regard  to  ethnic 
origin,  sex,  or  ability  to  pay  and  without  regard  to  the 
ability  of  tlie  facility  orjigeney  to  provide  direct  services; 

291' 
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(2)  obtain,  provide,  or  coordinate  any  sorvites 
needed  to  faeilitate  entry,  ineluding  assuranees%mt— 

(A)  the  facility's  or  ag(jncy's  hours  of  opera- 
tion shall  be  arranged  to  enable  easy  accessiUility 
for  total  family  units; 

(B)  staff  members  responsible  for  the  entry 
interview  shall  be  readily  accessible; 

(p)  transportation  shall  be  arranged,  or  a  home 
.visit  made  if  necessary,  for  the  initial  interview; 

(D)  avdlable  sources  of  funding  shall  be  iden- 
tified for  die  person  and  his  orlicr  family; 

(3)  service,  at  the  point  of  referral,  any  followup 
required  to  facilitate  the  person's  entiy  into  the  service 
delivery  system,  and  such  facility  or  agency— 

(A)  shall  obtain  from  the  person  and  his  or  her 
family,  and  from  other  appropriate  sources,  the  in-' 
foraiation  needed  to  determine  appropriate  referrals; 

,  (B)  may  use  the  recorded  information  to 
make  appropriate  referrals  to  other  agencies;  and 
(C)  shall  have  policies  and  procedures  that 
define  tlie  conditions  of  discharge  and  procedures 
forreentry  if  needed;  ^ 
(4)  insure  that  the  entry  procedure  shall  be  eval- 
uated annually,  and  that  such  evaluation  shall  include 
maintenance  of  a  log' of  requests  .for  information,  en- 
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1  tries,  referrals,  follow-iip  services,  dispositions,  and  rea- 

2  spns  for  rejection,  tlie  data  from  which  log  shall  be 
.3        reviewed  as  a  basis  for  planning,  evaluating,  and  modify- 

•  4  iiig  the  facility's  or  agency's  role  and  as  a.  part  of  the 
.  5        community  coordinating  process,  thai;  such  data  is  shared 

6  with  other  agencies  for  use  in  planning,  evaluating,  and 

7  modifying  the  service  delivery  system  in  such  a  way  that 

8  'it  does  iiot  reveal  the  identity  of  the  individuals. 

of 

9  ^  FOLL^W-AI^ONG  SERVICES  ^ 

10  Sec!  287.^  (a)  *Tollow-along*'  as  used  in  this  part  means 

11  provision  for  a  continuing  relationship  with  the  person  and 

12  his  or  her  family,  which  may  extend  over  the  life  of  the  per- 

13  son,  for  the  purpose  of  assuring  that  changing  needs  are  rec- 
11  ognized  and  appropriately  met.  The  facility  or  agency  which 

15  provided  services  to  a  person  shall  remain  available  as  a 

16  contact  for  persons  who  are  no  longer  receiving  services  but 

17  who  seek  support  or  guidance  with  respect  to  needs  formerly 

18  accommodated  by  such  facility  or  agency. 

19  (b)  facilities  and  agencies  receiving  assistance  under 

20  this  Act  shall— 

21  (1)  provide  follow-along  services  to  persons  as 

22  needed;  ,  j 

23  (2)  educate  persons  it  serves  to  seek  foUow-algn^ 

24  the  services  whea  such  services  are  needed  to  enhance 

25  '      the  independence  of  such  persons;  and 

29o 
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1  (3)    provide  to  each  pei'son  served  specific  point  of 

^  2*  •   coufaict  within  the  facility  or  agency,  in  order  to  receive 

^  3  follow-along  service.  - 

4  (c)  EacQi  facility  and  agency^,  together  with  olher  ap- 

5  propriate  faoJlities  or  agencies,  shall  identify  each  person's 

6  primary  follow-along  agencj*,  in  order  to  promote  efficient 

7  service  and  ircduce  duplication  uf  elTortsrThe  persoij  and  his 

8  or  her  fannly^  shall  be  informed  by  the  appropriafe  facility  or 
^  agency  of  the  procedures  for  terminating  or  reentering  a  fol- 

10  low-along  sejrvice  program.  Such  facility  or  agency  shall  in- 

11  sure  that  the^  follow-along  service  assists  with  the  transition 

12  to  a^new  serv^ice,  as  necessary;  that  the  person's  right  fc)  pri- 

13  vacy  is  not  violated;  and  that?  the  person   status  is  recorded 

14  at Aeast  annuallyi-AJacility  or  agency  provrding  follbw-along 

—   ,  , 

15  service  may  tuave  access  to  any  appropriate  uiformation  in  the 

16  person's^recax-ds. 

17  ^  INDIVIDUAL  PJIOGRAM  PLAN 

as       *Sbc.  28S .  (a)  Tlie  individual  program  plan  is  a  written 

19  ^)lan  of  intervention  an(I  action  thatis-developed,_and  niodi- 

20  fied  at  frequent  intervals,  with  the  participation  of  all  con- 

21  cerned.  It  sliatiH  specify  objectives  and  goals,  and  identify  a 

22  continuum  o£  development,  outlining  project^4^i)rogressivo 

23  steps,  and  th&  development^  consequences  of  sen-ices.'-^ 

24  (b)  FacrSlities  and  agencies  receiving  assistance  under 
.25   this  Act  shall  insure  that— 
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(1)  each  person  cnroHcd  iu  a  ^iprvicchns  an  hi- 

*  t 

^llvidual  pcograni  phin ;  r 

^,(2)  tlie  imtiar'jnJividual  pWgrani  plan. is  (16vclopc(l 
*^wilhiafivc  da\'s  after  the  person  is  eliroUed  in  a  service; 

(-S),  tho,  individual  program  play  incRylcs,,  at  a 
;inhnmiun,^.assl«jsnjent  dala  with  re&pecfc  to  the  person's 
sensorimotor  'developincnl,  comnumicalive  development, 
social  development,  aljective  development,  and  cognitive 
develoginpiU; 

(4)  the  objectives  of  the  individual  program  plan 
are  developed  with  the  participation  of  the  .pers'on,  his 
or  her  Jamily,  all  relevant  agency  start  members,  and 
staff  of  other  agencies  involved  in  serving  |he  client; 

(5)  each  objective  of  the  individual  program  plan 
are  stated  separately,  sequenced  within  a  4ime  frame, 
and  expressed  in  belia\ioral  terms  that*  provide  measur- 
able indices  of  progress; 

(6)  the  individual  program  plan  describes  the  con- 
dition?^  activities,  or  barriers  that  interfere  with  tlic 
achievement  of  the  objectives^; 

(7)  the  individual  program  plan  specifies  modes  of 
intervention  for  tlie  achievement  of  the  stated'objtctives; 

(8)  the  individual  program  plan  identifies  a^encips 
capable  of  delivering  the  scr\iices^  required; 
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1  (9)    die  individual  program  plan  identifies  a 

2  designated  focus  of  responsibility  for  utilizing  and  co- 

3  "    *  orduiiting  ^services  provided  "by  different  practitioners 

4  ^      or  agencies;  '  ^ 

5  (10)  the  individual  program  plan  included  day-to- 

6  day  training  activities,  designed  to  assist  in  attaining  the 
,    7  -**   stated  objectives;.    ,  "  * 

8  (11.)  tbe  individual  program  plan  is  written  in  tenns 

9  .      that  are'  understandable  to  tlie  person  and  his  or  her 

10  fimiily; 

11  •  (12)  the  individual  program  plan  is  reviewed  at 
*  12  ^  least  quarterly  in  order  to  measure  tlie  person's  progress, 
1 13        modify  the  objectives  as  nece$sar>',  determine  the  services 

fliat  are  needed,  aild  provUle  guidance  and  remediation 
techniques  to  modify  barriers  to  growth;  and 

16  (lyj  the  individual  program  plan  includes  a  written 

^'^  agreement  that  specifies  the  roll  |ind  objectives  of  each 
party  to  the  iinpleinentntioii  of  the  individual  progra^n 

19        plan,  and  provides  for  at)  loasl  semiannual  review  of  the 

2p        piau  i>y  all  parties  concerned. 

21  ^  PROGRAM  QOORDlKATiON 

22  Sec.  289:*  (a)  Program  coordination  is  the  process  of 

23  estiblishing  ftsponsibUity  for  imjplementation  of  the  pe^-^on's 
2^  individual  program  plan.  Such  process  includes \i^oviding 
2^  support,  procuring  direct  services,  coordinating  *ser\'ices. 
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I  collecting  ami  disseminating  data  and  infonnntion,  and 
^'2  monitoring  Uic  progress  of  the  pereon. 

3  (b)  Pucilitics  and  agencies -receiving  assistance'  under 

4  this  Act  shall  insure  that— 

5  (1)  each  person  sensed  by  the  agency  is  assigned  a 

6  prQgnun  coordinator  responsible  for  implementing  his  or 

7  her  individual  program  plan; 

»  (2)  the  person  and  his  or  her  fanii|y  shall  par- 

0  •  ticipate  in  the  selection  of  the  program  coordinator,  and. 
10  *  ^    that  the  program  coordinator  is  identified  to^the  person, 

II  ■    to  his  or  her  family,  and  to  appropriate  .staff  meinbere; 

12  (3)  the  program  coordinator  attends,  to  the  total 

13  *      spectrum  of  the  person  s  need.s  inclnding^  but  not  limited 

14  to-  housing,  fanrily  relationships,  social  activities,  ed- 

15  ucation,  financciJ,  employment,  health,  recreation,  and 

16  records; 

17  (4)  tlic  program  coordinator  determines  \\iliether 

18  or  not  the  person's  needs  are  being  met,  and  how  the  per- 

19  son's  needs  arc  being  met; 

20  (5)  the  program  coordinator  ftrrang<?5  supportive 
31'       service.*  for  the  person  and  his  or  her  famil}^  locates  and. 

22  *  procnres  scn'iccs  outside  the  ageiTcy  when  needed,  and 

23  coordinates  the  deliven-  of  all  ser-'jccs  to  the  person; 

24  (G)  in  Older  to  keep  the  ind^ndnal  program  plan 

25  *     up  to  date  the  program  coordinator  secures. relevant  data 

26  -  ;  from  othen agencies  providing  service; 
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1  (7)  the  program  coordinator  provides  documeiita- 

2  tion  relevant  to  the  review  of -the  individual  program 
3.      plan  required  by  section  284;  ■  • 


r 


4  (8)  the  program  coordinator  monitors  the  operation 

5  of  the  services  that  are  provided  to  the  person;  and 

6  (9)  the  program  coordinator  facilitates  the  transfer 

7  of  the  person  to  another  service  or  agency  when  such 

8  transferjs  determined  to  be  appropriate, 

9  *  PROTECTIVE  SERVICES 

\ 
\ 

10  Sec.  290.  (a)  Each.  State  which  receives  assistance 

11  under  this  Act  shall  establish  a  system  of  continuing  legal 
"12  and  social  protection  which  shall  monitor  programs  and  assist 

13  persons  in  securing  their  rights  under  law,  and  their  entitle-  ^ 

14  ments.  Each  such  State  shall  provide  advice  and  guidance 

15  to  persons  and,  if  necessary,  actively  intervene  ii^  social  and 
10  legal  processes.    ^            ^  4  ^ 

17  (b)  Each  State  providing  protective  services  shall  insure 

18  thatr-' 

19  ^     (1)  the  p  it  .tive, services  function  shall  be  inde- 

20  peiident  of  any  facility  or  agency  providing  direct 
21 '  *  services;       ,  ^         -  * 

►22  '         (2). the  programs  of  each  facility  and  agency  are 

23  monitored  and  audited  to  an^  extent  which  assures  the 

i>4:  receipt  by  each  person  servrd  of  all  of  the  benefits,  serv- 

25  ^     ices,  and  rightSitG  which  they  are  entitled; 
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1 

(3)  services  are  provided  to  persons  in  congregate 

2 

living  situations,  as  well  as  those  Uving  alone  or  in 

3 

families; 

—4  

 (A)  .protective  intervention  is  provided  in  cases  of 

5 

abuse  or  neglect  of  either  children  or  adults; 

6 

(5)  no  right- of  a  person  protected  pursuant  to  this 

7 

section  may  be  abridged  without  due  process,  which  shall 

8 

include — 

9 

(A)  notice  to  the  affected  person,  appropriate 

10 

family  members,  and  other  interested  per<?ons  ad- 

11 

vance  of  the  proposed  abridgement,  and  an  explana- 

12 

tion  to  the  affected  person  and  his  or  her  family  of 

13 

.    the  reason  for  such  abridgement,  his  or  her  rights. 

'14 

with  respect  thereto,  and  the  means  for  appeal  from 

15 

such  abridgement; 

16 

(B)  evaluation  of  the  appropriateness  of  such 

IT 

abridgcnnent  by  individuals  professionally  qualified 

18 

to  do  so; 

19 

*  (C)  the  modification  of  the  right  shall  be  spe- 

20 

* 

cific  to  the  pQrsoii's  abihty  to  exercise  that  right;  and 

21 

(D)  opportunity  fOr  judicial  review. 

22 

(6)  there  is  provision  for  periodie  review  of  the 

23 

need  to  abridge  the  right  of  any  person,  and  for  restora- 

24 

tion  of  any  right  that  is  al)ridged,  should  the  circum- 

25 

stonees  justify  its  restoration;  . 
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1  -         (7)  each  facility  and  agency  shall  .participate  in 

2  educating  law  enforcement  agencies  and  the  local  bar 

3  association  concerning  the  nature  of  mental  retardation 

4  and  other  devclopmentat  disabilifies,  and  the  special 

5  -needs  of  pei^ons  with^sucli  disabiliSes,  and  that  each 

6  facility  and  agency  shall  make  its  resources  availablelo" 

7  ^   Iaw*enforcement  officials  in  the  event  that  such  persons 

8  are  subjected  to  arrest,  questioning,  or  detention; 

9  (8)  each  facility  and  agency  shall  \york  with  law 

10  enforcement  orfliciais  and  the  courts  in  establishing  a 

11  system '£or\^  processing  the  developmentally  disabled 

12  offender  thai  provides  recognition  of  diminished  respon- 

13  sibility  and  a  means  for  avoiding  unnecessary  or.iindue 
1^    .    confinement;  and      ..r*-^"         ^         ^    ,  ' 

(9)  each  facility  and  agency  shall  instruct  each 
person  it  serves  concerning  tlie  law  and  how  he  or  she 
may  obtain  assistance  if  arrested,  and  shall  provide 

18  ^  any  such  person  who  has  communication  problems,  or 

19  who  desire  this  service,  with  a  means  of  identifying  him- 

20  self  or  herself  to  law  enforcement  officials. 

21  ^       PERSONAL  ADVOCACY  SERVICES 

22  Sec.  291.  (a)  Personal  advocacy  services  include  the 

23  provision  of  competent  individuals  to. assist  mentally  re- 

24  tarded  and  other  developmentally  disabled  perspns  to  cope 
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1  witli  problems,  Including  the  exercise  of  tlieir  personal  and 

2  legal  rights. 

3  (b)  Each  facility  and  agency  providing  personal  ad- 
-  i""  vocacy  services  shall — 

5  (1)  identify  persons  needuig  personal  advocates; 

G  \  (2)  select,  recruit,  and  train  volunteers  as  ad- 

7        vocatps;        ^         —  - — — — ~— 


S,  (3)  ^.asse^s  the  abilit;^  of  each  volunteer  to  perform 

9  competently  as  an  advocate; 

10  .  '  (4)  provide  practical  assistance  to  personal  ad- 

11  voeates,  anJ  secure  any  legal  and  professional  services 

12  that  may  be  needed  by  the  advocate  for-the  person; 

13..  (5)^  mediate  the  a^ssumption  of  a  legal  role,  such 

14  as  guardian  or  adoptive  parent,  by  a  personal  advocate; 

15  (6)  evaluate  llie  performance  of  each  advocate  and 

16  the  adequacy  and  efTectiveness  of  the  personal  advocacy 

17  services  program  a  t  least  quarterly ; 

IS  .  (7)  have  written  procedures  for  terminating  ad- 

19  vocacy  service  at  the  request  of  either  the  advocate  or 

20  -  the  person;  ^ 

21  (8)  solicit  recommendations  of  advocates  and  per- 

22  sons  with  respect  to  the  expansion  or  modification  of 

23  ^  ^  personal  advocacy  services; 

24  (9)  pubHcize  the  prog;-am  to  consumers,  interested 

25  citizens,  and  cooperating  agencies;  and 


301 


300 

298 

1  ilO)  prepare  and  publish  •  material  for  use  in 

2  orienting  and  training  personal' advocates.  , 

3  (c)  (1)  Each  personal  advocate  assigned  pursuant  fo 
i  this  section  shall  monitor  individuaI^,prograin  plans  for  per- 

5  §ons  assigned  to  him  for  advocacy  services. 

6  Each  such  advocate  sliall  be  kho-An  to  Hie  client  pro- 

7  gram  coordinator  and  to  the  protective  services  worker  as- 

8  signed  to  the  person.  -  , 

9  (2)  In  accordance"lvn]rfiiFWdsn5f^hcT)ersonHhe 
10 .  personal  advocate's  functions  ;iiid  .<n])portive  social  activities 

11  shall  include,  but  are  noj;  liniiled  to— 

12  (A)  providing  companionsliip  in  activities  of  daily 

13  living; 

l*i  ^  (B)  providing  assistance  in  solving  problems  of 
15         daily  living; 

1^  (C)  supplying  missing  or  needed  affective  rela- 

17  tionships,  as  parent  or  sibling  substitute,  or  as  friend; 

18  (D)  working  to  increase  the  persou'st  competency 

19  and  independence; 

20  (E)  lielping  to  obtain  needed  services;  and  * 

21  (E)  challenging  agency  practices  that  appear  to 

22  discriminate  against  the  person. 

I? 

23  (3)  Eacli  facility  and  agency  shall  coordinate  its  ac- 

24  tivities  with  personal  advocacy  services  personnel  to  insure 

25  that  the  perbons  it  serves  recei\e  pei-sonal  advocacy  services  if 
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1  needed.  If  pei*sonal  advocacy  •services  are  not  otherwise 

2  available,  the  agency  shall  proceed  to  establish  them.* 

3  OU^VBDIAXSmP  SERMCES 

4  Sec.  292.  (a)  Guardianship  services  are  those  services 

5  provided  by^a  person  m  a  public  or  private  agency  who  is 
Q  serving  as  a  guardian  when  there  is  no  suitable  relative  or 
7  friend  available  to  assume  this  responsibility  for  the  person 
g.  receiving  services. 

9  (b)  Each  facility  and  agency  assisted  under  this  Act 
~.in_  shall — 


II  (1)  assist  the  person,  his  or  her  family7inTd"^ht5 — 

22  court  in  determining  the  need  for  guardianship,  includ- 

13  a^  determination  of  whether  guardianship  of  either^ 

14  the  person  or  the  property  or  of  both  is  needed,  whether 

15  such  guardianships  should  be  comtiined  or  separate  and, 

16  where  State  law  provides  for  both  plenary  and  limited  r 

17  .    guardianship,  the  appropriate  level  of  guardianship; 

18  (2)  assist  the  person,  his  or  her  family,  and  the 

19  court  iu  assuring  that  a  qualified  private  individual  or  a 

20  qualified  individual  in  a  puJilic  or  pjivate  agency  is 

21  available  as  a  guardian  to  such  person,  insuring  that 

22  no  individual  or  agency  who  is  responsible  for  reuder- 

23  ing  a  direct  service  to  a  person  will  also  be  appointed 

24  guardian  of  that  person; 
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1  (3)  if  State  law  provides  for  corporate  giiardian- 

2  ship  (guardianship  by  an  organization  rather  than  by 
;]  an  individual) ,  assist  in  establishing  procedures  that  will 
4  elimina^^^onflicts  of  interest-; 

Cr  (4)  assist  the  gif^^trdian  in  understanding  mental 

6  retardation  and  otlier.  developmental  disabilities,^  and^^ 

7  fostering  increased  independence  on  the  part  of  his.  or 

8  ber  ward; 

9  .  ^  (5)  assist  guardians  to  become  more""  effective  in 

10  securing  the  rights,  benefits,  and  services  for  their  wards* 

11  needs,  and  to  which  they  are  entitled;  and 

12  •  (6)  the  agency  shall  work  with  tlie  client,  his  or 

13  her  family,  and  the  court  to  insure  that  all  guardianship 
"14  procedures  provide  for  due  process; 

15  (c)  (1)  In  those  cases  in  which  a  guardian  is  com- 

36  pensated  for  his  or  her  services,  the  facility  or  agency  shall 

IT  demonstrate  its  efforts  to  insure  that  such  compensation  is  in 

38  accordance  with  actual  duties  performed,  rather  than  based 

19  solely  on  the  income  or  assets  of 'the  ward  and  that  no  person 

20  will  be  denied  legal  guardianship  services  due  to  inadequate 

21  resources. 

22  (2)  The  agency  sliall^  assist  the  cHciit,  his  or  her 

23  family,  and  the  court  in  assuring  that  timely  and  appro- 

24  priate   procedures  are   avai]able;>  for   the   orderly  con- 

25  tinuation  or  rccstablishment  of  guardianship  upon  the 
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1  attainment  of  the  age  of  majority,  or  for  the  person  who 

2  otherwise  needs  continuation  or  reestablishment  of  guardian- 

3  ship,  and,  where  appropriate,  the  appointment  of  a  suitable 

4  successor  guardian.  ^  ^ 

'5  (3)  The  ftgency  shall  further  assist  ,the  person,  his  or 

6  Ijer  family,^  and  his  attorney  in  the  appropirate  utilization  of 

7  property  management  devices  such  as  wills  and  trusts,,  cdu- ' 

8  cate  the  conmiunity  concerning  the  need  for  and  the  availabil- 
9'  ity  of  guardianship  services,  and  if  guardian'ship  services 

10  are  not  available,  the  facility  or,  agency  shall  establish  one. 

11  Subpart  2 — ^iVgeucy  Service  Components 

12  '  '                        PUEPOSE  ^ 

13  Sec.,  293.  (a)  The  program  coordinator  shall  assist 

14  in  the  carrying  out  of  the  mdividual  program  plan  by  selec- 

15  tjve  use  of  the  direct  services  available.  EacTi  facility  and 
agenpy  thnt  supplies  one  or  more  services  shall  publish  a 

1'^  clear^  statement  of  the  ^extent  and  limitations  of  the  service 

18  or  services  that  jt  provides.  Such  facility  or  agency  shall 

19  demonstrate  a  willingness  to  modify  its  services  in  relation 

20  to  the  needs  of  the  person  and  his  or  her  family,  m  relation 

21  to  other  services,  and  in  response  to  community  planning 

22  processes. 

23  (b)  Each  agency  sh^ll  be  evaluated  on  the  basis  of  the 

24  specific  component  services  that  it  provides.  Each  of  the 


ERIC  308 


1  service  components  described  in  this  subpart  shall  be  avail- 

2  able  within  the  service.delivery  system  of  each  State. , 

'  3  ^             INDIVipUAIi  ASSESSMENT  - 

4  Skc.  294.  (a)  Individual  assessment  means  an  eip- 

5  .pirical  process  to  detennine  if,  and  to  what  degree,  a 

♦ 

^^6  pei'son  has  developmental  deficiencies,,  and  what  iijterven- 

7.  tions  arid  services  are  needed  to  increase  the  independent 

8  functioning  of  such  person.  The  individual  assessmeiit  shall 

9  identify  the  present  developmental  level  of  the  person,  the 
10  conditions  that  impede  his  development,  and,  where  possible, 

'  11  il^e  etiology  of  the  disability, 

12  (h*)  Eiich  facility  and  agency  receiving  assistance  un^ 

ia  dcr  this  Act  shall— 

14  (1)  provide  or  procure  assessment  services,  iden- 

15  ,  iiiy  ioT  persons  it  serves  and  their  families  those  areas  in 

16  which  it  is»competent  to  offer  assessment  services,  and 

17  have  written  procedures  for  referring  the  person  to  other 

18  agencies  for  assessment  services  that  it  does-not  provide; 

19  (2)  include  in  each  individual  assessment,  in  order 

20  to  provide  data  for  the  individual  program  plan,  com- 

21  prehensive  [issessmeats  of  sensorimotor,  communicative,  ^ 

22  social,  affective,  aud  cognitive  development; 

23  (3)   provide,  througi  an  interdisciplinary  team 

24  .constituted  of  members  drawn  from,  or  representing, 
"  25  such  professions,  disciplines,  or  service  areas  as  are  rele- 
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1  Vttiil  III  eacu  paTticular  case,  a  comprehensive  medical 

2  exaiiiiimtioii,^  dental  evaluation,  visual  and  ^auditory 

3  screening,  speech  and  language  screening,  and  psyclio- 

4  Jogical  and  social  assessments,  including  specialized  as- 

5  sessments,  where  needed; 

6  (i)  insure  that  all  State  licensure,  certification,  and 

7  registration  laws  regulating  the  professional  disciplines 

8  authorized  to  perform  specific  diagnostic  tests  shall  be 
'  9  observed;                                            ^  • 

IQ  (5)  assign  specific  responsibility  for  syniliesizing,* 

11  hiterpretiug,  and  utilizing  the'  results  of  the  assessment 

12  components  provided  by   diflcreut  practitioners  or 

13  agencies; 

14,  (6)  insure  thttt  the  assessment  process  is  adapted 

15  to  the  cultural  background,  language,  and  ethnic  origin 

16  of  the  person  and  his  or  her  family; 

17  (7)  insure  that  assessment  data  are  .recorded  in 

18  terms  that  facilitate  clear  communication  across  disci- 

19  plines  and  with  persons ; 

20  (8)  insure  that  each  assessment  identifies  the  symp- 

21  tomatology  of  problems  or  disabilities,  and,  where  pos- 

22  sible,  their  etiologies ; 

23  (9)  insure  that  the  assessment  process  identifies  all 

24  a.vailable  alternatives,  for  {he  selection  of  needed  services, 

25  establishes  a  focus  of  respoiisibility  for  those  services. 
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1  and  that  such  process  involves  the  person  and  his  or 

2  her  family  and  that  they  are  advised  of  the  assessment 

3  'findings;  -  . 

4  .V    (c)  A  prelimmary  individual  assessment  shall  be  com- 

5  ploted  within  thirty  days  after  entry.  Reassessment  shall  be 

6  provided  at  developmentarintervals  during  childhood,  adoles- 

7  cence,  and  adultliood;  provided  at  times  of  crisis;  and  avail- 

8  able  when  behavioral  responses  indicate,  the  need.  Assess- 

9  ments  reports  may  be  sent  to  other  facilities  or  agencies  that 

10  provide  services  to  the  person  and  his  or  her  family  if  written 

11  permission  to  do  so  is  provided  by  such  person  or  his  or  her  • 

12  family. 

13  ATTENTION  TO  IIEAl/fll  NEEDS  t 

14  Sec.  295.  (a)  Health,  needs  include  the  needs  for  health 

15  ^  care  that  are  common  to  all  persons,  and  any  special  health 
IG  needs  that  arise  from  problems  associated  with  mental  retar- 

17  dation  and  other 'developmental  disabilities. 

18  (b)  Each  facility  and  agency  receiving  assistance  under 

19  tliis  Act  shall— 

20  (1)  hap -identifiable  procedures  for  tlie  early  detec-  , 

21  tion  and  remediation  of  the  special  health  needs  of  the 

22  person; 

23  (2)  provide  or  procure  health  assessments  for  each 

24  person  served,  including  dental  evaluations,  at  regular 

25  intervals,  but.at  least  annually; 
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(3)  proviflc  for  tlic  detection,  diagiiasis,  and  troat--^ 
raent  of  sensorimotor  defieits; 

(i)  provide  or  procure  corrective  or  prosthetic  de- 
vices in  accordance  witli  specialists'  rcconunendations, 
along  with  periodic  reevaliiation  of  corrective  or  pros-^ 
thetic  devices  by  appropriate  professional  personnel,  to 
ttscertain  tlieir  continued  applicability  and  fitness,  and 
to  reeoiumend  changes  as  needed,  and  instmction  to  par- 
ents and  to  pertinent  stiifl  members  in  tlie  proper  use  and 
care  of  such  dences; 

{51  provide  or  procure  home  healtb  services  tl) 
foster  implementation  of  the  home  aspects  of  the  special 
health  remediatiou.program;  ^ 

iuslire  (h^t  the  special  health  needs  of  persons 
^served  arc  met  by  the  generic  resources  of  the  com- ' 
munity; 

(7)  provide  that  health  supervision  for  disabled 
children  shall  conform  to  (he  regulations  of  the  Secre- 
tary; 

(8)  provide  nutritional  services-  to  assist  in  plan- 
ning adequate  and  proper  diets,  intluding  special  diets' 
when  needed; 

(9)  provide  services  to  develop  functional  oral 
systems  such  as  sucking,  swallowing  and  chewing; 


.      .  308      *  ^  * 

^   ^  306         '  . 

(lb)  have  written  policy  regarding  the  adminis- 
tration  6f  all  medications  used  by  persons  served,  includ- 
ing  those  not  specifically  prescribed  by  the  attending 
practitioner,  except  that  no  medication  shall  be  admin- 
istered to  a  perspn  without  a  written  order  by  a  physi- 
cian;  and  written  policy  specifying  the  procedures  to  be 
followed  in  medical  emergencies,  and  in  rendering  emer- 

agency  medical  care; 

f 

(11)  insure  that  each  person  who  requires  medi- 
cation shaH  receive  appropriate  medical  supervision, 
whicli  includes  regular  evaluation  of  his  or  her  response 
to  the  medication,  Xvith  ap|)ropriatc  monitoring,  and  lab- 
oratory Assessment; 

{12y  have  pplicies  and  procedures  for  persons  with 
infectious  tni  contagious  diseases  which  conform  to  State 
and  local  health  departfnent  rcgulat^ns,  and  copies  of 
such  policies  and  procedures  shall  be  available  to  all  staff, 
person^  served,  and  their  families; 

(13)  include  in  its  inservice  training  program 
instruction  in  the  proper  handling  of  persons  with  con- 
vulsive disorders,  and  insure  that  such  instruction  is 
given  to  all  personnel  who  wofk  witli  such  persons; 

(14)  make  available  to  persons  served  and  their 
families  specialized  family  planning  services  and  genetic 
counseling  services. 
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1  *  . '  /(e)  Any  facility  or  agency  wliicli  does  not  provide 

2  specialized  health,  services  sliall  refer  each  person  and  bus 

3  or  lier  fjaniily  to  tLe  appropriate  agencies  and  follow,  up  on 

4  such  referrals.         ,  •  * 

5  \^^^^^E:sTlOi;  TO  DBVErX)P2MENTAL  NEEDS 

6  *    Sec.  296.  (a)  Attention  to  developmental  needs  means 

7  the  provision  of  specific  opportunities  ior  growth  and 

8  development       ^  •        '     „    '  • 

9  (b)  EfTective  programs  for  mentally  retarded  and  other 

10  dcVelopnientajly  ^disabled  persons  shall  b^  based  upon  a 

<  *     /  ' 

11  developmental  moffel  which  assumes  that'  (1)  change  and^ 

12  development  begin  at  conception  and  continue  throughout 

13  the  life  span  of  every  human  being,  (2)  human  development 

14  progresses  in  a  sequential,  orderly,  and  predictable  mannc^jr, 

'  *.  '  * 

15  (3)  specific  opportunities  for  development  must  b^  providecT 

16  jf  development 'is  to  occur,  and  (4)  the  ratb  and  direction 

17  of  jle^velp])ment  arc  influenced  by  ijfimy  factors,  some  of 

18  which  can  he,  significantly  niodified  hy  utilizing  and  con- 

19  trolling  certjjin  physicuJ,  psychologic'al,  and  social  aspects  of 

20  the  environment.  The  objective  of^^ervices  which  attend  to 

21  developmental  needs  shall  be  to  enhance  development  and 

22  iudrease  adaptive  behavior  by  modifying  the  rate  and  diree- 

23  tion  of  behavioral  change. 

24:  (c)  Attention  tp  developmental  nedds  shall  he  made 
25  available  by  each  facility  and  agency  receiving  assistance 
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1  under  thjs  Act  to  everyvperson  served,  regaidless-of  age,  Or 

2  type  or  degree  of  disability.  Programs  ^hall:  be*  designed  .to  ^ 

3  (1)  enable  such  persons  Ip  develop  an  increasing'degre'fe  of 

4  control  over  "his  or  her  environment,  and  (2)  to  gradually* 
^  5>^roduce  more  complex  behavior  patterns  that  increase  the 

6  person's  capacity  to  cope  with  his  or  her  environment.  The 

7  person's  individual  program  plan  must  specify  the  progres- 

8  sive  developipental  steps  and  jgoals  that  are  .to  be  attained. 
.,9        (d)  Basic  'goals  for  developmerft  shall  include  under- 

10  standing,  appreciating,  and  caring  for  the  natural  world; 

11  promoting  esthetic  experiences  and  creating  emotional  sta- 

12  bility;  learning  to  perform  work  for  reimbursement;  and 

13  learning  a  critical  or  mtelleetual;method  by  which  to  evaluate 

14  experience!  and  eiiviromnent 

15  (e)  The  objectives  of  educa^on  and'^training  programs 

16  shall  be  to  maximize  the  person's  development.  Arbitrary 
1*7  timo  and  age  limits  shall  not  be  imposed  on  any  process  of 
18,  education, 

19  '  ,     (f)  Each  facility  and  agency  receiving  assistance  under 

20  "this  Act  shall—  .  • 

21  (1)  assist  in  initiating  developmental  programs 

22  that  begin  in  infancy  and  continue  throughout  the  life- 

24  (2)  insure  that 'its  program  is  de^tennined  by 

25  individual  developmental  needs,  aYid  is  not  contingent  on 

26  age  or  timfe  restrictions; 
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(3)  implement  m  each  person's  individual  program 

2 

plan  the  progressive  developmental  steps  and  goals  that 

3 

are  to  be  attained; 

4 

(4)  define  the  responsibilities  of  both  the  agency  and 

5 

'the  family  as  they  affect  individual  attainment  of^develop- 

6 

mental  objecdy^s,  and  the' conmiunication  mechanism; 

7 

(5)   provide  or  procure  formal  education  and 

8 

traming  sendees  that  begin  with  early  childhood  pro- 

9 

grams  and  continue  through  post-secondary  schools  and 

10 

vocational  training  activities  including  opportunities  for 

11 

continuing  education  and  retraining  wkhout  arbitrary 

12 

'time  and  age  limits,  and  which  are  directed  toward  inte- 

13 

grating  the  persoA  in  the  most  appropriate  learning  en- 

14 

vironment  that  is  available  m  the  community; 

15 

(6)  insure  that  the  objectives  of  its  education  and 

16 

training  .programs  shall  be  related  to  the  long-range 

17 

goals  of  its  clients,  to  include  the  achievement  of  aca- 

18 

demic  knowledge  and  the  development  of  competence  in 

19 

activities  of  daily  livings 

(7)  insure  that  education  and  training  progi-ams 

21 

meet  the  standards  established  by  the  appropriate  State 

22 

agency  and  that  instructional  techniques,  physical  set- 

23 

'tings,  and  materials  are  appropriate  to  the  ages  and  de- 

24 

velopmental  levels  of  each  person  served; 
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1  (8)  identify  programs  and  services  available, to  the 

2  person  and  his  or  her  family  from  other  sources,  tx> 

3  reinforce  and  enrich  its'  education  program; . 

4  (9)  ^document  the  person's  participation  in  the 

5  selection  of  alternatives  relating  to  activities  of  daily 

6  livmg; 

7  (10)  prohibit  the  use  of  corporal  punishment  and 

8  ,  verbal  abuse  (shouting,  screaming,  swearing,  name  call- 

9  ing,  or  any  other  activity  that  M'ould  be  damaging  to  a 

10  person's  self-respect)  and,  seclusion   (defined  as  the 

11  placement  of  a  person  alone  in  a  locked  room)  ;  and 

12  (11)  have  a  writteri  policy  that  defines  the  use  of 

13  behavior  modification  programs,  the  staff  members  who 

14  may  authorize  their  use,  and  a  mechanism  for  monitoring 

15  and  controlling  their  use,  in  which 

16  (A)  noxious  or  aversive  stimidi  shall  be  em- 

17  '  ployed  only  in  very  extreme  situations  and  only 

4 

18  when  reviewed  and  approved  by  the  agency's  or  fa- 

19  cility's  research  nhd  human  rights  committees,  con- 

20  ducted  with  the  consent  of  the  client's  family,  and 

21  the  use  of  such  stimuli  is 'described  in  written  plans; 

22  (B)  medication  shall  not  flfe  used  as  punish- 

23  ment,  for  the  convenience  of  staff,  as  a  substitute  for 

24  a  program,  or  in  quantities  that  interfere  with  a 

25  developmental  program;  and  , 
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^  (C)  persons  shall  not  discipline  other  persons, 

2  except  as  part  of  an  organized  self-government  pro- 

3  gram  that  is  conducted  in  accordance-  with  written- 

4  ~  .policy. 

5  SENSORIMOTOR  DEVKLOPMKKT 

Q  Sec.  297.  (a)  Motor  development  means  the  devolop- 

7  ment  of  those  behaviors  that  primarily  involve  -muscular, 

3  neuromuscular,  or  physical  skillj?,  and  varying  degrees  of 

9  physical  dexterity.  Sensory  development  includes  the  de- 

jQ  velopment  of  perceptual  skills.                                 ^  ' 

11  (h)  Each  facility  and  agency  receiving  assistance  under 

12  tiiis  Act  shall— 

j3  (i)  include  in  each  individual  program  plan  objec- 

14  ti\  es  relating  io  sensorimotor  development,  including,  but 

15  not  limited  to,  the  development  of  balance  and  posture, 

16  perceptual-motor  skills,  locomotor  skills,  manipulative 

17  skills,  and  body  image;  and  shall  evaluate  and  record 

18  each  person's|development  at  least  quarterly; 

29  (2)  hav^  specific  programs  directed  to  the  sensori- 

20  motor developiment  of  nonambulatory  individuals ; 

21  (3)  liavt|  individually  prescribed  sensorimotor  de- 

22  velopment  acjivlties  performed  by  each  person  rcgu- 

•^3        larly  where  ai)propriatc,  which  are  designed  to  increase 

I  .  . 

24        individual  skills,  strength,  and  endurance,  modified  in 

i 

ai8 
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1  accordance  with  the  person's  progress  toward  his  Qr  her 

2  sensorimotor  development  objectives-; 

3  (4)  provide  direct  services  or  obtain  consulting 

4  services  from  professionally  qualified  persons  to  assist 

5  person  and  his  or  her  family  in  sensorimotor  training; 

6  and 

7  ,^{6)  demonstrate  functional  integration  of  sensori- 

8  motor  activities  and  therapeutic  interventions  in  the 

9  educational,  social,  recreational,  developmental,  or  7oca- 
10  tional  programs  that  it  provides. 

.11  COMMUNICATIVE  DEVELOPMENT 

12  Sec.  298.  C^)  Communicative  development  means  the 

13  development  of  communication  skills,  transmitting  meaning 
1^  to  others,  either  verbally  or  nonverbally. 

1^  (b)  Each  facility  and  agency  receiving  assistance  under 

1^  this  Act  shall— 

17  (1)  include  in  each  individual  program  plan  ob- 
jcetivcs  relating  to  commmiieative  developinent,  and  the 

^    19  progress  of  the  person  toward  these  objective^  shall  bo 

20  '  recorded  at  least  quarterly; 

2^  -    ^    (2)  provide  appropriate  training  in  the  areas  of 

22  sensory  stimulation,  awareness,  appropriate  gestures,  re- 

23  ceptive  skills,  speaking,  writing,  reading,  listening,  and 

21  expression; 
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1  (3)  provide  specialized  serviees  or  .procure  to  cor- 

-  2        rect  structural  or  habit  deficits  that  interfere  with  per- 

3  soils'  communicative  development; 

4  (4)  provide  for  each  person  specific  opportunities 

5  for  the  use  of  functional  communication  skills  in  acliv- 

6  itles  of  daily  living;  and 

7  (5)  provide  instruction  concerning  the  availability 

8  and  utilization  of  all  forms  of  communication  media, 

9  such  as  radio,  television, ""telephone,  and  such  specialized 

10  *    equipment  as  may  be  required. 

11  SOCIAL  DEVELOPMENT 

12  Sec.        (a)  Social  development  means  the  formation 

13  and  growth  of  self-help  and  interpersonal  skills  that  enable 
l'^  a  person  to  establish  and  maintain  appropriate  roles  and 
1^  maintain  fulfilling  relationships  within  his  or  her  environ- 

ment. 

^'^      ^  (b)   Each  facility  and  agency  receiving  assistance 
under  this  Act  shall— 


19  (1)  insure  that  each  individual  program  plan  con- 

20'  tains  objectives  relating  to  social  development,  and  that 

21  tlie  progress  6l  the  person  relative  to  these  objectives 

22  shall  be  recorded  at  least  quarterly; 

23  (2)  provide  for  the  development  of  culturally  nor- 
2^  mativc  behavior  by  persons  it  serves,  including  a  scquen- 
23  tial  life  education -program,  opportunities  for  social 
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l'  development  appropxiate  to  the  person's  cliroiiologieal 

2  .      age,  and  activities  that  promote  the  development  of 

3  socially  adaptive  relationships  with  the  opposite  sex; 

4.  •  (3)  provide  activities  for  individual  social  inter- 

5  action  outside  the  training  programs; 

6  (4)  provide  programs  to  (A)  assist  the  person 

»7  with  clothing  selection  •  and  glooming  appropriate  to  ^ 

8  various  sicial  situations,  such  as  work,  school,  church, 

9  and  Idisure  time  activities;  and  (B)  as  a  part  of  the  so- 
10  cial  development  program,  provide  special  training  relat- 

*  11  ii^g  ^  safety  in  all  activities  of  daily  living; 

12  (5)  design  a  program  for  use  by  the  p;erson's 

13  family  to  encourage  independent  functioning  through  the 

14  »  acquisition  of  selfThelp  and  interpersonal  skills; 

15  ^  (6)  provide  counsel  for  the  person  and  his  or  her 

16  family  concerning  interpersonal  conflicts,  or  conflicts 

17  arising  from  isolated  or  disorganized  families,  and  if 

18  referral  Js  made  for  counseling,  it  shall  provide  follow-up 

19  to  insure  resolution  of  the  conflict. 

20  AFFECT1VJ3  DBVBLOPMJBNT 

21  Sm.  299A.  (a)  Affective  development  means  the  devel- 

22  opnient  of  feelings  and  emotions,  including  behaviors  that 

23  relate  to,  arise  from,  or  influence,  interests,  attitudes,  emo- 

24  tions,  and  values. 
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1  (b)  Each  facility  and  agency  receiving  assistance  under 

2  this  Act  shall— 

3  (1)  include  in  each  individual  program  plan  objec- 

4  tives  relating  to  affective  development,  and  the  progress 

5  of^the  person  toward  these  objectives  shall  be  recorded 

6  at  least,  quarterly; 

7  (2)  develop,  with  the  client  and  his  or  her  family, 

8  a  plan  for  developing  the  expression  of  appropriate 
9 '  emotional  behaviors:  , 

10  (3)  provide  a  warm,  accepting  environment  fliat 

11  is  conducive  to  the  development  of  positive  feelings,  in- 

12  eluding  opportunities  for  the  expression  of  appropriate 

13  feelings; 

14  (4)  provide  fpr  the  development  and  enhance- 

15  ment  of  the  person's  self-concept  through  activities  that 
1^  promote  awareness  of  self  and  the  experience  of  success 
I'*  and.  security; 

18  (5)  provide  a  variety  of  experiences  to  develop  the  ^ 

19  clients  interest  in  and  appreciation  of  the  esthetic  com- 

20  ponents  of  his  environment;  and 

21  (6)  provide  specific  training  objectives  for  per- 

22  sons  displaying  maladaptive  behavior  that  lead  to  more 

23  adaptive  behavior,  and  maintain  records  of  significant 

24  maladaptive  behavior,  and  'of  actions  taken  by  parents 

25  and  stad  as  a  consequence  of  such  behavior,  and,  when 
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1  necessary,  provide  specialized  tlierapeutic  techniques  to 

2  develop  constructive  adaptive  behaviors. 

3  COOjrflTIVE  DEVEL01>Mi5NT 

4  Sec.  299B.  (a)  Cognitive  development  means  the  de- 

5  velopment  of  tuose  processes  by  which  sensory  input  is  trans- 

6  formed,  stored,  recovered,  and  used,  including  processes  and 

7  abilities  involved  in  perceiving,  recognizing,  remembering,  * 

8  conceivmg,  judging,  reasoning,  thinking,  and  knowing. 

9  (b)  Each  facility  and  agency  receiving  assistance  under 

10  this  Act  shall— 

11  (1)  include  in  each  individual  program  plan  ob- 

12  jectives  relating  the  cognitive  development  which  are 

13  written  in  behavioral  terms,  and  progress  relative  to 
1*^        these  objectives  shall  be  recorded  at' least  quarterly; 

(2)  help  parents  to  recognize  and  implement  their 
1^        roles  in  fostern^  the  cognitive  development  of  the  child; 

(3)  provide  initial  activities  in  the  development 
of  cognitive  skills  at  the  most  basic  development^il  level, 
including  sensory  slimulalion; 

,        (4)  provide  specialized  services  to  remediate  or 
21        compensate  for  specific  barriers  to  learnings;  and 

(5)  provide  opportunities  for  alternatives  leading 
23        to  independent  action,  including  evaluation  of  Uio  con- 
sequences  of  the  person's  decisions. 
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1  c  SERVICES  TO  SUPPORT  EMPLOYMENT  AND  WORK 

2  Sec.  299C,  Each  person  shall  be  prepared  for  oppor- 

3  tunities  to  engage  in  productive  work  or  pther  meaningful 
4'  occupation  that  leads  toward  making  an  economic  contribu- 

5  tion  to  society  and  securing  a  decent  standard  of  living, 

6  (b)  Each  facility  and  agency  receiving  assistance  under 

7  tliis  Act  shall^ 

8  (1)  include  work  objectives  in  each  individual 

9  pfogram  plan  directed  to  maximizing  the  independence 

10  of  the  person,  which  are  established  in  cooperation  with 

11  the  person,  based  on  a  recorded  evaluation  of  work 

12  potential,  and  which  include  the  attainment  of  at  least 

13  partial  employability  or  self-support,  or  other  meau- 

14  ingful  occupation; 

15  (2)  provide  oppbrtunities  for,  and  assist  the  client 
IG  in  tlie  selection  of,  alternatives  in  vocational  training 

17  and  retraining; 

18  (3)  integrate  its  work  and  employment  programs 

19  with  the  community  by  providing  or  obtaining  occupa- 

20  tional  training,  adjunctive  therapy,  bio-engineering  con- 

21  sultations,  or  other  services  that  are  designed  to  maxi- 

22  mize  the  person's  level  of  work  functioning;  establishing 

23  locations  in  the  commnnity  where  on-the-job  training 

24  takes  place;  facilitating  the  plac<iment  of  persons  in 

25  full-time  employment  at  the  Federal  minimum  wage  or 
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1  higher;  providbg  ,or  obtaining  reimbursed  work  experi- 

2  euces  for  those  persons  whose  evaluations'document  that 

3  ihey  ar6  unable  to  utilize  or  attain  on-the-job  training, 

4  full-time  employment,  or  sheltered  work  in  the  commu- 

5  nity;  and  providing  or  obtaining  follow  along  to  insure 

6  that  the  employee  has  opportunity  for  job  upgrading  or 

7  ree valuation,  in  order  to  increase  'emplo3anent  potential; 

8  (4)-  provide  the  person  with  materials'  for  produc- 

9  tive  work  at  his' or  her  place  of  residence,  when  this  is  in 
10  his  or  her  best  interest; 

11 ,  (5)  provide  support  to  the  person  by  helping  him 

12  or  her  make  constructive  use  of  leisure  time;  assisting  in 

13*  the  development  of  peer  relationships  in  leisure  time 

14  activities;  and  maximizing  opportunities  for  increasingly 

15  independent  living  by  minimizing  the  effects  of  the 

16  disaSility; 

17  (6)  maintain  at  least  yearly  contact  with  tlie  advo- 

18  cate,  guardian,  family,  or  other  responsible  person  to 

19  evaluate  tho  work  expectations  and  performance  of  the 

20  person; 

21  (7)  maintain  documentary  evidence  of  eaoh  person's 

22  production  level  earning  rate; 

23  (8)  insure  that  persons  who  are  paid  for  productive 

24  work  shall  be  provided  benefits  t^iat  include,  but  are  not. 

25  limited  to  effective  grievance  procedures;  provisions  for 
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paid  vacations,  holidays,, and  sick  leave;  workmen's  com- 

2  pensation;  provisions  for  healUi  insurance  and  retire- 

3  ment;  opportunities  for  continuing  educational  activities;. 

4  and  provisions  for  recognizing  outstanding  contributions. 

5  to  thetigency;  and 

5  (9)  utilize  definitive  time  s.tudy  procedures  and  com- 

7  petitive  tidding  practices. 

g  RECKKATION  AND  LEISUBE 

9  Sec.  299D.  (a)  Recreation  means  the  satisfying  use  of 

10 ,  leisure  time.  Recreation  and  leisure  activities  may  be  elements 

11  of  a  person's  daily  life  in  which  participation  may  be  planned, 

12  requested,  or  self-initiated  to  meet  a  basic  need  and  to  provide 

13  personal  enjoyment. 

14  •  (b)  Each  facility  and  agency  receiving  assistance  under 

15  this  Act  ghall— 

IQ  (1)  provide  or  obtain  recreation  and  leisure  time 

17  activities  that  are  designed  to  allow  the  person  to  choose 

18  whetlier  or  not  to  participate,  and  to  choose  the  type  of 

19  activity  in  which  he  oi;she  wishes  to  participate;  develop 
'20  skills  and  interests  leading,  to  enjoyable  and  satisfying 

21  use  of  leisure  time;  provide  opportunities  to  be  success- 

22  ful;  pro'/ide  experiences  tliat  develop  social  interaction 

23  skills;  provide  activities  that  promote  physical  and  emo- 
2»t  ^tional  health;  and  provide  individualized  therapeutic 
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activUies  for  the  aUeviation  of  disabilities  and  the  preven- 
tion  of  regression"; 

(2)  plan  and  organize  recreation  programs  and 
activities  to  iftclude  a  specific  set  of  objectives  for  each 
personx  b^ed"  upon  his  or  her  individual  program  planT 
assessments, of-: the. person's  abilities  and  performance 
■level,  f(|  detebiine  the  type  of  recreation  activities  that 
are  appropriate;  grouping  of  person's  according  tp  their 
expressed  wishes  and  probable  abUities;  careful  selection 
of  the  method  of  presentation,  in  accordance  with  the 
abilities  of  the  participants;  availability -of  and  accss  to 
desired  activities;  communication  and  coordination  with 
other  agencies  to  develop  wider  opportunities  in  program- 
ing; opportunities  to  participate  with  nondisable4 
people;  and  parent  and  family  education  concerning 
leisure  time  activities; 

(3)  provide  recreation. activities  to  persons  who  are 
served  by  other  agencies,  and  to  others  who.  are  not 
served  by  any  direct' program,  through  daytimo  activi- 
ties for  children;  after-school  activities;  af ter^work  and 
evening  activities;  weekend  activities;  *nd  summer  ■ 
activities; 

(4)  if  generic,  community  recreation  programs  are  ' 
not  available  to  the  disabled,  initiate  action  with  appro- 
priate agencies  in  order  to  make  such  programs  avail- 
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1  ^     ablc^  meludiiig  consultation  and  training  services  to  ge- 

2  ncKiu  agencies  in  Jcveluping  and  implementing  programs 

3  for  persons,  served; 

4  (5)  insnrc  that  recreation  programs  arc  available  to 

5  severely  and  multiple  disabled  persons;  and 

6  (6)  keep  the  popnhiticn  that  it  serves  informed  of  all 

7  recreation  opportunities. 

8  '        FAMIIiY  BELATED  SERVICES 

9  Sec.  299E.  (a)  Family  related^irices  arc  those  that 

10  specifically  serve  both  the  person  and  his  or  her  family,  to 

11  include  a  range  of  serN  ices  provided  both  within  and  ivithout 

12  the  home  by  a  variety  of  agencies  and  disciplines.  The  terni 

13  also  inchides  services  for  a  disabled  adult  who  is  married 

14  and  has  a  family, 

J')  (b)  All  services  provided  to  persons  under  this  Act  shall 

Ifi  include  consideration  and  involvement  of  his  or  her  family, 

IT  -ftii-if  the  special  emotional,  social,  and  educational  needs  of  the 

18  family  mnet  oc  recognized.  Family  members  shall  be  assisted 

19  to  increase  their  understanding  of  the  impact  of  (KsabiHty, 

20  (0  improve  their  nnderstandirg  of  the  person  and  their  re!a- 

21  lionships  with  him  or  her,  and  to  mobiHze  their  own  strengths 

22  in  coping  with  the  disabihty  in  a  constructive  fashion.  Jn- 

23  strnctioii  in  ways  of  fa^^ilitating  the  development  of  the  pei-^on, 
2i  including  training,  in  specific  management  techniques,  slwll 
25  be  jwrovided.  - 
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1  HOME  TKAINING  SERVICES 

2  Sjetc.  299F.  (a)  Home  training  services  means  special- 

3  ized  services  tliat  ,are  provided  to  a  person  and  his  or  her 
4^  family  iu  the  home  setting,  as  an  extension  of  lite  or  her 


luiai  progirtlu. 

o 

(Oj  i!.acli  facility  and  agency  receiving  assij^anoe  under 

1 

this  Act  shall — 

'  o 

(ij  proMdejiome  tramnig  services  through  a  home 

Q 

trainer,  who  shall;  * 

10  . 

(A)  dev4)lop  with  the  family  a  development 

11 

tally  sequenced  management  and  training  program 

1<) 

'that  is  a  component  of  the  individual  program  plan. 

1*^ 

.    and  that  is  cflrried  out  iu  the  home; 

1*1 

(xsj  instruct  the  fannly  in  how 'to  carry  out 

lO 

the  program;. 

1R 

(0)  provide  for  family  use  of  specialized  in-' 

17  • 

stnictional  material;^ 

18  ' 

(D)   provide  information  on  developinental 

19 

^  disahilities  and  developmental  patterns; 

20 

(E)  .develop  .with  the  family  a  method  of 

21 

assessing  the  assets,  liabilities,,  and  level  of  perform- 

22 

ance  of  the  person; 

23 

(P)  assist  the  person  and  the  family  in  hieor- 

24 

^     porating  the  therapy  offered  by  various  disciplines 

25  " 

■» 

into  the  daily  regime;         ^  ' 

^  -  329 
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1  (G)   coordinate  the  person's  activities  with 

2  Services  delivered  by  otiiers; 

3  (H)  demonstrate  special  procedures; 
,         (I)  help  adapt  home  equipment; 

5  (J)  help  the  family  make  or  identify  resources 

6  for  ohtaiiiing  speciali'/ed  equipnuMit; 

7  ,  (K)  assist  the  family  with  special^  clothih'j 

8  adaptations;  and 

0  (L)  provide  continuing  support  and  assi:>t- 

10  anee; 

H  (2)  coordinate  its  eiTorfs  with  other  agencies,  and' 

12  services  that  are  involved  with  the  pcr.soii  and  his  or  her 

13  ^  family  and  if  honie  training  services  are  not  available 
J*^        the  facility  or  agency  shall  initiate  such  services. 

^•"^  *  HO^tEM^UvI^R  SBKVIOKS 

Hkc\  299G.  (a)  Ilomemaker  services  means  services  in 
1^  caring  for  the  family  in  the  }u>nie  during  periods  of  need 
1^  or  crisis,  and  teaching  famih  memhcrs  tcchni^juo  t>f  home 
^9  inanagement. 

20         (I))  Each  facility  or  agency  receiving  assistance  under 

this  Actshall  insure  that — 
-2  (J)  homemaker  services  shall  be  available,  when 

needed,  to  families  with  a  disabled  person  living  at  home, 
2^        and  to  disabled  adults  living  in  their  own  homes; 
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(2)  the  hoii^maker  shall  teach  appropriate  tech- 
niques of  homo  management,  including  good  health  care, 
meal  planning,  marketing,  budgeting,  and  housekeeping; 

(3)  the  homemaker's  home  management  skills  shall 
be  sufficient  to  meet  a  variety  of  family  emergencies,  in- 
cluding relief  in  a  crisis; 

•  (4)  evaluation  of  the  family's  needs  shall  be  nmde 
prior  to  the  placement  of  a  liomemaker,  and  shall  con- 
5   tinuo  after  the  homemaker  is  in  the  home ; 

(5)  the  homemaker  shall  be  apprised  of  the  family 
situation  prior  to  entering  the  home; 

(6)  the  liomemaker  shall  be  prepared  to  assist  with 
the  training  program  of  the  person,  so  tliat  he  or  she 
may  remain.in  the  home ;  and 

(7)  }f  homemaker  services  are  not  available,  the 
agency  shall  initiate  such  services.' 

EESPITB  OABE 

Sec.  299II.  (a)  Respite  care  means  short-teriti,  out-of- 
the-home  care  of  a  person  that  is  provided  for  the  temporary 
relief  of  his  or  her  family. 

(b)  Each  facility  and  agency  receiving  assistance  under 
this  Act  shall— 

(1)  provide  day  and  night  respite  care  ser/ices; 

(2)  identify  to  persons  and  their  families  other 
agencies  that  provide  respite  care ; 
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1  (3)  have  a  written  plan  for  the  retirement,  selec- 

2  tlon,  training,  and  evaluation  of  persons  who  provide 

3  ^      respite  care; 

4  (4)  monitor  respite  care  sei*viees  to  insure  eonti- 

5  nuity  with,  the  normal  living  patterns  of  those  being 

6  served;  and  -  " 

7  (5)  if  respite  care  services  are  not  available  initiate  ^ 

8  such  ser\ices. 

9  SITTEE  SBBVIOES 

10  Sec.  2991.  (a)  Sitter  services  means  in-the-honle  care 

11  of  a  person  for  the  temporary  relief  of  his  or  her  fatnily. 
^12  (b)  Each  facility  and  agency  receiving  assistance  under 

13  this  Act  shall— 

14  (1)  provide  sitter  services,  available  on  an  hourly 

15  or  weekly  schedule;     ^     *  ' 

16  (2)  have  a  written  plan  for  the  recruitment,  selec- 

17  tion,  training,  and  evaluation  of  persons  who  provide 

18  .sitter  services; 

^      19  (3)  insure  that  sitter  services  personnel  shall  have 

20  specialized  training  and  experience  in  the  management 

21  of  disabled  persons; 

22  (4)  if  the  agency  does  not  provide  sitter  services, 

23  identify  sources  for  obtaining  qualified  sitter  services; 

24  and 

25  (5)  if  sitter  services  are  not  available,  initiate 

26  such  services. 
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1  FAMILY  KD^CATION  SKiiVICES 

2  Skc.  229J. .  (a)  family  education  sen  iees  means  tlie 

3  provision  of  oj)portuuities  for  the  family  to  increase  its 

4  knowledge  and  understanding  of  mental  retardation  and 
ymcr  developmental  disabilities,  and  of  other  eoneerns  relat- 

6  Jng  to  the  family  unit. 

7  (b)  Each  facility  and  agency  receiving  assistance  under 

8  this  Act  shall— 

9  (1)   provide-  fauiily  education  opportunities  on 

10  .     '  U  regularly  scheduled  basis  and  as  family  needs  arise, 

11  in  which  family  members  are  involved  in  the  dovelop- 

12  ment  and  evaluation  of  family  education  programs;  audi 

13  in  which  family  education  techniques  shall  be  adap^^d 

14  to  the  cultural,  educational,  and  economic  eharaeter- 

15  istics  of  tlie  families  bchig  served; 

16  (2)  insure  that  family  members  have  an  oppor- 

17  tunity  to^  observe  the  person  in  a  service  sotting,  estab- 

18  lishhig  procedures  by  which  these  observations  are 

19  discussed  with  the  appropriate  stiiff; 

20  (3)  insure  that  planned  conferences  between  staff 

21  members  and  individual  families  are  held  on  a  regu- 

22  larly  sclieduled  basis,  as  needs  arise,  and  either  in  or  out 

23  of  the  home,  as  appropriate ; 

2.j[  (4)  provide  parentrto-parent  counseling  activities 

25  for  newly  identified  parents  and  in  times  of  crisis; 
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(5)  conduct  group  meetings  for  siblings  of  persons 


1 

•  / 

2  who  are  disabled; 

a  .  (6)  maintain  a  resource  library  relating  to  mental 

4  retardation  and  other  developnientixl  disabilities,  avail- 

5  able  for  use  by  the  family,  which  inelndes  basic  infor- 
G  mation  on  mental  retardation  and  other  development 
7  disabilities,  information  on  'developmental  patterns,  in- 
'8  formation  on  techniques  of  management  and  training,  in- 
9  formation  relatm?  to  attitudes  and  feelings  toward,  and 

10  understanding  of,  the  developmentally  disabled,  and  in- 

11  stnictional  materials,  including  games,  and  toys,  and 

12  information  on  their  use;  and 

13  (7)  have  a  planned  program  for  mobilizing  and 

14  utilising  parent  leadership  skills. 

15  ATTENTION  TO  KEEDS  FOK  IMOnililTY 

IG  Sec,  299K,  (a)  Mobility  means  the  ability  of  persons 

17  to  move  within,  and  thereby  interact  with,  their  cnviron- 

18  ment.  Attention  to  needs  for  mobility  means  helping  non- 
19  ambulatory  persons  to  become  mobile  or  partially  mobile, 

20  as  well  as  enabling  them  to  use  public  and  private  trans- 

21  portation  systems  to  meet  their  nonnal  needs. 

22  (b)  Each  facility  and  agcnry  receiving  assistance  under 

23  this  Act  shall— 

24  (1)  provide  services  to  increase  the  mobility  of 

25  disabled  persons  as  specified  in  their  individual  plans, 
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including  semces  and  equipment  necessary  to  improve 
ambulation  and  to  promote  mobility,  and  training  in 
mapping  and  orientation  within  the  person's  immediate 
environment; 

(2)  promote  maximum  safety  in  the  use  of  all 
mobility  devices  and  procedures,  including  inspection  at 
least  quarterly  of  all  equipment  used  in  the  mobility  pro- 
gram to  insure  that  it  is  in  proper  working,  condition; 

(3)  actively  stiive  to  eliminate  architectural  bar- 
ritJrs,  and  to  modify  equipment  and  facilities  to  overcome 
barriers,  insuring  that  multistory  buildings  are  equipped 
with  elevators  for  the  use  of  mobile  nonambulatory 
persons,  and  that  restrooms,  water  fountams,  and  other 
facilities  are  accessible  for  use  by  mobile  nojaambulatory 
persons; 

^  (4)  shall  make  driver  education  available  to  thoso 
persons  who  are  capable  of  learning  to  drive; 

(5)  promote  or  help  establish  generic  community 
transportation  services  that  are  usable  by  disabled  per-  ^ 
sons; 

(6)  assist  persons  in  securing  transportation  tliat^ 
enables  them  to  have  access  to  needed  programs  and 
services,  including  transportation  s>(icr  hours  and  on 
weekends  f 
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1  (7)  insure  that  the  transportation  system  is  li- 

,  ,2  '   ctMiscd  by  a  State  agency;  that  a  current  State  inspection 

3  report  is  available;  that  all  drivers  are  trained  and 

4  licensed;  that  adequate  insurance  coverage,  including 

5  collision,  comprehensive,  and  liability,  is  in  force;  that 

6  overloads  are  not  permitted;  and  that  transportation 
.  7  provided  is  adapted  to  the  special  needs  of  the  persons 

8  receiving  such  service;  and 

9  (8)  compile  data  conceniing  persons  denied, or 
.  10  excluded  from  services  because  of  their  ullique  mobility 

11  needs.  , 

12  Subpart  3— Community  Organization 
13-  PURPOSE 

14  Sec.  299L.  The  service  delivery  system  shall  be  so  or- 


15  ganized  that  each  person  has  services  available  at  the  time  of 

16  need;  and  in  close  proximity  to  his  or  her  home.  One  agency 

17  or  facility  in  the  service  delivery  system  shall  be  responsible 

18  for  implementing  a  systematic  method  of  collecting  data  use- 

19  ful  for  planning  and  coordinating  activities,  and  shall  make 

20  available  to  otlier  facilities  and  agencies  current  information 

21  on  the  resources  available  in  the  community  for  scrying  men- 

22  tally  retarded  and  other  developmentally  disabled  persons. 

23  RESOURCE  INFORMATION^AND  DATA  DOCU.MENTATION 


24  SERVICES 

25  Sec.  299M.  (a)  A  resource  information  service  shall 

26  be  established  by  the  agency  identified  in  section  299L  to 
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1  compile  and  disseminate  current  and  complete  listings  of  all 

2  appropriate  resources,  referral  procedures,  and  other  perti- 

3  nent  information.  A  data  documentation  service  sliall  be 
4:  established  by  the  same  agency  to  collect  and  disseminate 

5  data  that  is  useful  for  planning  and  coordinating  activities. 

6  (b) 'Within  each  community  a  single  agency  shall  pro- 

7  vide  a  centralized  resource  information  and  data  documenta- 

8  tion  service. 

9  ^  (c)  Each  community  whose  facilities  and  agencies 
10  receive  assistanee  under  this  Act  shall — 


11  (1)  maintain  a  resource  information  service  which 

12  shall  be  an  easily  identifiable  point  of  contact  for  profes- 

13  siohals  and  agencies  seelcing  assistance,  and  which  shall: 

14  (A)   maintain  a  current  directory  of  local 

15  resources; 

IG  (B)  have  directories  of  regional  and  State 

17  agencies  and  facilities  serving  tlie  local  area; 

18.  (0)  have  standing  procedures  for  obtaining, 

19  cataloging,  and  updating  information  concerning 

20  resources  and  services; 

21  (D)  have  written  policies  describing  minimum 

22  standards  for  services  to  which  referrals  are  made; 

23  .  (E)"  have  regularly  (pHowups  on  its  referrals 

24  <  to  determine  if  they  were  completed,  and  if  they 

25  were  appropriate  to  the  request  for  assistance; 
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1  (P)  analyze  referral  requests  quarterly  to  .de- 

'3  termine  changing  needs  and  programs,  and  provide 

3 .  feedback  for  planning  and  coordinating  purposes; 

4  (G)  actively  disseminate  information  about 

5  activities,  so  as  to  facilitate  the  resources  infonna- 

<)  tion  and  referral  activities  of  other  agencies  and 

> 

7  facilities; 

8  (H)  work  with  other  agertties  and  facilities  to 
d  ,  improve  reso,urce  information  and  referral  services; 

10  (I)   make  materials  available  for  inservice 

11  '  training  and  cominunity  education;  and 

12  (J)  provide  consultation  services  to  support 
j[3  community  organization  activities; 

11  (^)  maintain  a  data  documentation  service  which 

1^  shall  coordinate  its  activities  with  those  of  other  data 

1^  coUedtion  agencies,  so  as  to  minimize  duplication  of  effort 

l'^  and  encourage  the  use  of  standardized  reporting  systems, 

IS  and  which  shall: 

19  (A)  collect  data  at  least  yearly  from  all  agcn- 

20  cies  and  facilities  in  the  service  delivery  system; 

21  (B)  provide  consultation  Uo  local  agencies  in 

22  tlie  design  of  agency  reporting  systems ; 

23  .  (0)  disseminate  data  for  community  education 

24  and  social  action  programs;  ^      ^ , 
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(B)  regularly  categorize  the  reasons  that  per- 
sons are  rejected  for  service,  and  report  this  informa- 
tion to  planning  and  coordinating  bodies,  as  a  means 
of  stimulating  program  modification  and  develop- 
ment; 

(3)  work  with  other  agencies  in  the  service  delivery 
system  to  develop  a  continuum  of  services  to  meet  all  the 
needs  of  the  disabled;  and 

(4)  participate  in  a  regular,  at  least  annual,  review 
of  the  service  delivery  system  that  includes,  but  is,  not 
Jimited  to,  an  analysis  of  : 

\       (A)  the  design  of  system  and  agency  ap- 
piroaches  to  solving  problems; 

\^(B)  joint  efforts  among  agencies  and  facilities 
to  resolve  problems  in  providing  services; 

(0)  the  need  for  integration  of  pngoing  pro- 
grams within  the  system; 

(D)  tlie  Identification  and  resolution  of  con-"* 
file  ting  policies  practices; 

.  (E)  the  Identification  and  resolution  of  un- 
necessary duplication  or  uneven  distribution  of  serv- 
ices; 

(F)  the  need  for  simplification  and  combina- 
tion of  administrative,  operational,  and  funding 
procedures; 

339  • 


335 

383 

.  I  (G)  die  coordination  of  data  collection  and 

2  '  the  use  of  data  to  study  tlio  cbaracteristics  and  needs 

f 

3  of  the  community;  and 

4  (H)  the  development  of  standards  for  person- 

5  nel  selection  and  performance*,  and  for  program 
il  evaluation.  ^ 

7  COORDINATION  ■ 

8  Sec.  299N.  (a)  Coordination  means  tlie  process  of 


9  bringing  togetlier  all  necessary  resources  in  the  appropriate 

10  sequence  in  order  to  accomplish  a  given  objective.  Goordina- 

11  tion  'involves  initiating,  sustaining,  and*  interrelating  the 

12  various  parts  of  the  service  delivery  system. 


13  (b)  Each  facility  and  agency  receiving  assistance' under 

14  this  Act  shall— 

15  (1)  have  a  written  statement  that  clearly  defines  its 
IG  role  ani  function  within  the  service  delivery  system; 

17  (2)  have  a  directory  of  all  other  resources  and 

18  services  witliin  *  lie  service  delivery  system ;  ^ 

19  (3)  have  cooperative  agreements  ^ith  other  com- 

20  ponents  of  tho  service  delivery  system ;  an(J^   *  — 

21  (4)  have  establishe(l1ui3  written  procedures  for  co- 

22  ordination  with  other  comp^onents  of  the  service  delivery 

23  system,  including  procedures  for  coordinated  planning  of 

24  ser\'ices  with  other  agencies,  referrals  of  persons  to  other 

25  agencies,  and  follow-up  referrals. 

/ 
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1  -      AGENCY  ADVOCACY 

2.       Sec.  2990.  (a)  Agency  advocacy  means  a  social  action 

3  program  in  which  an  agency  acts  to  support  and  safeguard 

4  the  rights  and  interests  of  disabled  persons.' 

5  (b)  Each  facility  and>agency  receiving  assistance  under 
6.  this  Act  shall—  *  •  ' 

7  (I)  particHpate,  wlierc* appropriate,  with  a  coalition 

^  *  of  otheir  agencies  in  developing  a  coordinated  plan  for 

9  agency  advocacy,  and  .auch  a  plan''  shall  identify  com-* 

10  .muiritywide  problems  that. confront  disabled  persons  and 

11  their  families,  me/hods  for  fesolving  problems  within 

12  the  service  deliverj'  systlfm,  and  strategies  fw  resolving 

13  legal  or  legislative  problems  that  compromise  the  rights 
and  privileges  of  disabled  persons ; 

(2)  perio'dically,''or  as  <he  need  ari^es,  make  its 
findings, and  recommendations  known  to  the  public  and 
to  a|^propriato  governmental  bodies;  and 
1^  (3)  encourage  and  demonstrate  the  participation  of 

19  persons  served,  their  fariiilies,  and  their  advocates. 

20  COMMUNITY  EDUCATION  AND  INVOI>VEMENT 

21  Sec.  299P.  (a)  Community  education  and  involvement 

22  means  an  active  program  of  ready,  open,  and  honest  commu- 

23  nieation  jvith.tlie  public,  aimed  at  creating  commuhity  aware- 

24  ness  of  the  ncads  of  mentally  retarded  and  other  develop- 
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1  mentally  disabled  persons,  and  at  stimulating  social  netion  to 

2  meet  those  needs.  ^  '      v  ^ 

c 

3  (b)  Eaeh  facility  and  agency  receiving  assistance  under 

4  this  Act  shall— ' 

-■'  . 

\  (1)  conduct  an  ongoing  coinniuuity  education  pro- 

*  ()  ,    gram  tliat  is  designed  to  create  community  awareness 

7  and  acceptance  of  mentally  retarded  and  other  devoloj)- 

8  mentally  disabled  persons,  focusing  specific  atteutiou  on 

9  ,    understanding  the  general  and  special  needs  of  disabled 
30  persons,  and  on  tlie  right  of  disabled  persons  to  par- 

11  ticipatc  in  tlic  mainstream  of  eonununity  life; 

12  *  (2)   establish  a  fixed  point  for  collecting  and 

13  disseminating  infonnatlon  and  havje  procedures  for  dis- 
14'^  seminating  such  information  during  a  crisis; 

35  (3)  participate  in  making  tlie  community  aware. of 

1()  tlie  causes  of  mental  refardation  and  other  developnieutal 

17  disabilities; 

38  (4)  educate  the  general  public  couccniiug  coui- 

c 

19  munity  programs  that  are  available  and  needs  that 

20  remain  unmet;  ^ 

21  (5)  educate  the  comumuity  by  o;i'ii)loyiug  a  variety  . 

22  of  t<Jelmiques  such  as  brochures /)n  services  enrreutly^ 

23  provided,  fact  sheets  decribing  program  components, 

24  newslettprs,  uinliAi^siial  materials,  a  speaker's  bureau, 

25  program  presentations,  meetings,  and  seminars,  school 
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and  college  elass  presentations,  a  total  media  publicity 
program,  including  press  releases,  staff  intcrvie^Ys,  and 
consumer  interviews,  and  a  library  and  bibliography  ot 
books  and  publications  for  staff,  families,  and  the  general 
public; 

(6)  identify,  ajid  conduct  informatignal  sessions  for, 
special 'audiences,  such  as  public  officials; 

I  (7)  conduct  educational  sessions  for  public  and 
private  officials  on  the  advantages  of  normalized  living 
anangements  for  disabled  persons,  to  proinote  the  adop- 
tion of  zoning  ordinances  that  promote  normalization, 
and  licensing  standards  that  promote  uonnalization;  and 
(8)  promote  community  involvement  by  methods 
that  include,  but  arc  not  limited  to: 

(A)  using  volunteers  in  the  community  educa- 
tion prograni; 

(B)  involving  citizens  in  writing  and  contacting 
their  legislators  in  support  of  needed  legislation; 

(C)  sponsoring  special  events  that  appeal  to 
broad  community  interests  in  support  of  program 
needs; 

(D)  ^onducting  activities  that  express  and 
recognize  citizen  support  of  program  needs; 

(E)  recognizing  community  leaders*  for  their* 
'     participation  in  and  support  of  new  program  devoid 

opments; 

Sid 
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1  (F)  encouraging  fratenial,  civic,  and  social 

2'  organizations  to  support  programs  for  ^mentally 

3  retarded  and-other  developmentally  disabled  per- 

»    4  •        sons;  and. 

^  (Q)  encouraging  organizations  to  invite  men« 

6  tally  retarded""  and  other  developmeajtally  disabled 

7  ,  persons  to  become  members,  and  to  participate  in 

8  activities  with  their  peers.. 

9'  PREVENTION  / 

10  Sec.  299Q.   (a)  Prevention  means  the  process  of 

11  arranging  forces  in  the  socie^ty  so  as  to  mitigate  or  eliminate 

12  those  factors  which  contribute  to  mental  retardation  or  other 

13  developmental -disabilities. 

14  (b)  Each  agency  or  facility  receiving  assistance  undfer 

15  this  Act  shall—- 

)6  (1)  niaintam  current  information  concerning  pre- 

17  ventive  services  av^ailable  in  the  community,  including 

18  information  necessary  to  make  referrals; 

19  ^  (2)  insure  that  preventive  services  are  readily 

20  accessible  to  any  famJ|y,  regardless  of  the  family's  ability 

21  to  pay  for  such  services;  ' 

22  (3)  make  provisibns  for  providing  or\procuring 

23  preventive  services  for  all  conditions^  known  to  entail  risk 

24  of  mental  retardation  or^^tLer  developmental  disability; 

25  (4)  Imve  provisions  Lr  ongoing  child  healtli  pro- 
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grams,  including  immunization,  screening,  regular  as^ 
sessment  of  physical  and  mental  health,  and  periodic 
assessment  of  developjpeiit; 

(5)  insure  that  highly  specialized  preventive  serv- 
ices, such  as  genetic  screening  and  counseling,  are  avail- 
able, at  least  on  a  re^onal  basis;  and 

(6)  insure  that  services  are  offered  to  those  who  arc 
not  aware  of  their  problems,  or  who  are  unaccustomed 
to  asking  for  help; 

(7)  include  current  information  concerning  pre- 
vention in  orientation  and  inservice  training  programs 
for  staff;  • 

(8)  participate,  where  appropriate,  with  a  coalition 
of  other  agencies  in  implementing  communitywide  pre- 
ventive activities : 

(9)  provide  opportunities  for  young  people  and 
parents  to  learn  about  child  development  and  child  rear- 
ing, designed  to  enable  participants  to  understand 
children  by  appreciating  tlie  various  stages  of  child 
development,  and  develop  ability  and  confidenco  in  child 
rearing; 

(10)  undertake  preventive  activities  in  enviVon- 
mental  areas  including:  amelioration  of  conditions  that 
adversely  affect  healtli,  amelioration  of  social  and  racial 
discrimination,  reduction  of  cultural  conflicts,  and  work- 

340 
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1  Ing  to  make  community  resources  accessible  to  those  who 

2  need  them; 

3  (11)  undertake  bioinedical  preventive  activities  iu- 

4  eluding:  unmunization  programs  that  comply  with  stand- 

5  ards  established  by  the  Secretary,  voluntary  detection 

6  or  screening  programs  for'  infections,  voluntary  detec- 

7  tioii  or  screening  programs  for  endocrine  and  meta- 

8  '  bolic  disorders,  comprehensive  health  care  programs 
0  for  all  women  of  childbearing  age,  family  planning 

10  services,  comprehensive  prenatal  care  programs  (includ- 

11  ing  nutrition  education  and  services,  detection  of  ab- 

12  ^  normalities  of  the  placenta  and  of  blood  group  incom- 

13  patibilities,  and  precautions  to  reduce  complications  due 

14  to  radiation,  medication^  and  drug  abuse),  and  compre- 

15  hensive  natal  and  neonatal  care  programs  to  reduce  risks 
IG  due  to  mechanical,  infectious,  endocrine,  metabolic^ 
1'^  neurologic,  and  nutritional  factors,  and  to  toxic  drugs; 
18  and 

(12)  undertake  special  preventive  services  includ- 

20  mg  genetic  screening  and  counseling  and  accident  pre- 

21  vention  and  safety  programs. 

22  MANPOWKK  DEVBL0PMP:NT  . 

23  Sftc.  299R,  (a)  Manpower  development  means  the  co- 

24  operative  process  through  which  tlie  agencies  in  a  community 

25  strive  to  assure  the  availability  of  an  adequate  present  and 
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1  future  supply  of  qualified  personnel  to  work  in  programs 

.,2  .groviding  services  to  mentally  retarded  and  other  develop- 

3  mentally  disabled  persons. 

4  (b)  Each  facility  and  agency^  receiving  assistance  under 

5  this  Act  shall  cooperate  with  other  agencies  to  assure  the 

6  availability  of  an  adequate  present  and  future  supply  of 

7  qualified  personnel  through  activities  such  as: 

8  (1)*  establishing  working  relationships  between 
.9  agencies  and  nearby  colleges  and  universities  to, 

10  ( A.)  make  credit  courses,  seminars,  and  work- 

11  shops  available  to  agency  staff,  in  accordance  \yith 

12  their  needs,  and  as  related  to  their  occupations, 

13  (B)    make  agency  resoin'ces  available  for 

14  .  training  and  research,  while  maintaining  the  pri- 

15  mary  goal  of  serving  mentally  retarded  or  other  de- 

16  velopmehtallj  disabled  jjprsons, 

17  ^(C)  permit  exchange  of  staff  between  agencies 

18  and  colleges  or  universities  for  teaching,  research, 

19  and  consultation, 

20  (D)  allow  students  to  visit  and  observe  agency 

21  programs,  and 

2^  (B)  allow  students  to  participate  in  field  place- 

23  ^  menfs  that  are  supervised  by  agency  staff; 

24  (2)  establishing  working  relationships  with  other 

25  nearby  manpower  training  centers  to. 
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1  (A)  provide  follow-up  and  feedback  regarding 

2  the  effectiveness  of  training  programs, 

3  .  u'  (B)  identify  hew  manpower  training  needs, 

4  V        and  ^  '  . 

5  (0)   evaluate  ma^ipower  training'  programs 

6  yearly;  and 

1  (3)  participating  in  training  programs  conducted 

8  by  university  affiliated  facilities,  where  available. 

9  VOLUNTEER  SERVICES 

10  Sec.  299S.  (a)  Volunteer  services  means  an  organized 

11  and  carefully  supervised  activity  in  whieli  the  varied  skills 

12  of  unpaid  personnel  are  utilized  to  support  and  supplement 

13  the  efforts  of  paid.agency  staff. 

14  (b)  Each  agency  or  facility  receiving  assistance  under 

15  this  Act  shall— 

16  (1)  use  volunteers  to  support  and  supplement  the 

17  activities  of  its  paid  staff; 

18  (2)  follow  established  written  policies  concerning 

19  recruitment,  selection,  training,  assignment,  supervision, 

20  evaluation,  recognition,  and  separation  of  volunteers; 

21  (3)  insure  that  volunteer  i)artieipation  is  open 

22  to  all  persons  regardless  of  sex,  race,  creed,  age,  or 

23  national  origin; 

24  (4)  insure  that  volunteer  participation  complies 

25  with  all  appropriate  State  and  Federal  laws,  including 

26  those  relating  to  labor  and  insurance ; 
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1  (5)  insure  that  volunteer  services  are  available  to 

2  all  persons-served,  regardless  of  age,  ability,  or  handi- 

3  cap; 

4  (6)  designate  a  staff  member  to  be  responsible  for 
5.  conducting  the  volunteer  services  program  who  shall 

6  have  education  or  experience  in  the  administration  of 

7  volunteer  services,  devote  sufficient  time  to  the  adminis: 

8  .   tration-of  the  program,  in  accordance  with  its  size,  and  , 

9  have  the  same  relationship  to  volunteers  as  a  personnel 

10  officer  has  to  paid  employees ; 

11  (7)  maintain  accurate  records  concerning  volun- 

12  teer  services,  including,  but  not  limited  to  the  types, 

13  hours,  and  results  of  volunteer  services  provided,  indi- 

14  viduals  and  organizations  providing  services;  materials 

15  and  money  received,  and  operational  expenditures;  and 

16  (8)  provide  a  volunteer  services  advisory  commit- 
tee,  composed  of  representatives  from  the  agency,  the 

18  consumer  population  and  the  community,  plans,  reviews, 

19  and  recommends  improvements  in  the  volunteer  program. 

20  Subpart  4 — ^Program  Evaluation 

21  PROGRAM  EVALUATION- 

22  Sec.  229T.  (a)  Program  evaluation  means  a  process 

23  in  which  program  outcomes  are  measured  against  the  pre- 

24  vjously  stated  goals  and  objectives  of  the  agency. 
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1  (b)  Each  agency  or  facility  receiving  assistance  under 

2  this  Act  shall—- 

3  ( 1 )  have  a  written  statement  of  its  goals  and  objec- 

4  tives,  insuring  that  such  objectives  are  related  to  the 

5  objectives  of  the  service  delivery  system  of  which  the 

6  .  agency  is  a  part,  and  to  tiie  ideniified  needs  of  the 

7  populatiqn  served  by  such  service  delivery  system,  kni 

8  that  such  objectives  define  the  population  to  be  served, 

9  the  services  to  be  provided,  ^nd  the*^  modalities  to"  be 

10  utilized  in  providing  these  services; 

11  (2)  periodically,  and  at  least  annually,  evaluate 

12  its  performance  against  its  stated  goals  and  objectives, 
33  ^      including  iq  such  evaluation  assessment  of  the  agency's 

^  14  objectives,  the  relation  of  the  agency's  objectives  to  the 

15  objectives  specified  in  the  individual  program  plans, 

16  ag\incy  program  standards,  program  methodologies,  staff 
^7  performance,  staffing  requirements; 

18  (3)  provide  for  staff,  persons  served  and  family  in- 

19  volved  in  the  evaluation  process; 

20  (4)  measure  the  effectiveness  of  its  programs  and 

21  services  in  terms  of  tlie  progress  of  persons  served  toward 

22  the  objectives  specified  in  their  individual  program  plans; 

23  (5)  have  procedures  for  continuous  monitoring  of 

24  the  person's  progress  toward  the  objectives  stated  in  his 

25  individual  program  plan;  , 
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1  (6)  provide  in  its  evaluation  ,i)rocess  mechanisms 

2  for  tlie  consequent  review  and  modifi<^ation  of  objectives, 

3  policies,  and  practices ; 

4  (7)  insure  where  cooperative  cflortij  among  agencies 

5  arc  designed  to  achieve  a  common  goal,  provide  that 
,6  services  are  evaluated  cooperatively  and  in  relation  to 

7  '  one  another;  ' 

8  (8)  have  evidence  of  its  cooperative  efforts  witli 
.  9  dtheragencies  to  develop  a  continuum  of  services  to  meet 

10  all  of  the  needs  of  mentally  retarded  and  other  develop- 

11  ^,    .  mentally  disabled  persons;  and 

12  (9)  insure  that  tlie  number  of  persons-  served  by 

13  agencies  in  the  service  delivery  system  is  consistent  with 

14  the  needs  for  service,  as  determined  by  a  survey  of  com-  . 

15  muni  ty  needs; 

16  (10)  insure  that  appropriate  alternatives  and  op- 

17  tions  exist  within  the  system  to  meet  the  varied  needs  of 

18  mentally  retarded  and  other  developnientally  disabled 

19  persons;  and 

.20  (11)  provide  its  funding  sources  with  qualitative 

21  evidence  of  accomplishments  and  shortcomings  in  relation 

22  to  its  stated  goals  and  objectives,  documenting  its  efforts 

23  ^to  facilitate  maximum  coordination  among  its  funding 

24  sources  ^vitll  respect  to  licensing  requirements,  required 
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reports,  accounlability  requireinciils,  and  delays  between 

approval  and  receipts  of  funds. 

Subpart  5— llesearcli  and  Besearcli  Utilization 

* 

KBSEARCn  AXD  UTILIZATION 

5iX\  229V.  (a)  E^searcli  means  aj  systeimitic'aiid  de- 
tailed attempt  to  discover  oi;^cpilfinii  facts  relating  to  the 
problems  assoeiateid  with  mcjtital  retardation  and.  other  de- 
velopmental disabilities.  Eesearcli  utilization  shall  include  the  * 
dissemination  of  research  findings  and  the  use  of  such  find- 
ings to,  improve  services  to  aiid  for  mentally  retarded  and 
other ^developmentiilly  disabled  pei-sons. 

(b)  Each  agency  and  facihfy  receiving  assistance  under 
this  Act  ^hall—  ^ 

(1)  indicate  in  its  statement  of  purposes  whether 
or  not. the  agency  will  engage  in  research  activities; 

(2)  provide  a  written  policy  concerning  the  pur- 
pose and  conduct  bf  all  research  involving  tlie  agency's 
staff,  persons  served,  or  services; 

(3)  consult* agency  staff  members  regarding  the 
development  of  research  efforts  in  their  areas  of  com- 
petence  and  interest,  and  make  available  to  staff  mem- 
bcrs  who  have  identified  rcsearchahle  problems,  and  who, 
are  equipped  by  interest  and  training  to  conduct  applied 
or  basic  research  opportunities,  resources,  and  "otlier 
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necessarj^  research  assistance  aii^  insure  that  an  agency 

2 

staff  member  is  assigned  to  provide  ''aison  with  each 

3 

research  project  conducted  by  outside  investigators. 

4 

(4)  establish  an  interdisciplinary  research  com- 

5 

mittee  that  include^  both  agency  staff  members  and- 

qualified  persons  who  arc  not  members  bf  the  agency's 

7 

staff  who  shall  he  qualified  by  training  and  experience 

8 

to  conduct  initial  and  continuuig  reviews  of  research 

9 

projects;  and  such  committee  shall  review  all  proposed 

10 

studies  to  insure  adequacy  of  research  design,  imple- 

n 

mentation  of  ethical  standards  in  tlie  design,  and  com- 

12 

pliance  with  the  regulations  published  by  the  Depart- 

ment of  Health,!  Education,  and  Welfare,  maintaining  a 

14 

continuing  review  of  all  research  activity; 

15< 

(5)  establish  a  human  Tights  committee  to  assure 

16 

fliftf-  fhp  rlfrlift;  nnrl  welfare  of  research  subjects  are  pro- 

17 

tected,  and  such  committee  shall  include  disabled  persons 

18 

or  tlipir  mnre^entatives.  and  relevantlV^  flualified  pro- 

1Q 

fessionals  who  are  not  involved  in  the  research  project 

— u 

under  review;  and  the  committee  shall  insure  tliat  in- 

21 

lormeu  consent  is  ooiaineu  uy  auuquuiu  anu  iippropridH/ 

22 

methods,  that  methods  for  obtaining  informed  consent  are 

23 

reviewed  at  least  annually,  and  that  disabled  persons 

2'i 

are  not  used  as  a  captive  source  of  research  subjects 

25 

for  purposes  unrelated  to  their  specific  welfare,  unless 
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1  ,  thoy  or  their  famih'es  have  agreed  to  tlie  research,  and 

2  \  the  research  is  in  no  way  detrimental  to  their  welfarg; 

3  (6)  provide  procedures  for  obtaining  informed 
*  4    \^  consent  that  include : 

6  .  \  ,  (A)  a  fair  explanation  of  the  procedures  to  . 
C  ^     he  followed,  including. an  identification  of  those  that 

7  are  experimental; 

8  *  /'(B)  "a  description  of  the  attendant  discomforts 
•9  and  risks; 

10  (0)  a  description  of  the  benefits  to  be  ex- 

11  ,  pected; 

12  '  (D)  a  disclosure  of  appropriate  alternative 

13  procedures  that  would  be  advantageous  for  the  sub- 

14  '  ject; 

15  (E)  an  .ofifer  to  answer  any  inquiries  con- 

16  ceming  the  procedures;  and  - 

(F)  an  instruction  that  the  subject  is  free  to 

IS*  withdraw  his  or  "her  consent  and  to  discontinue 

19  participation  in  the  project  or  activity  at  any  time; 

20  (7)  insure  that  the  written  or  oral  agreement  en- 

21  '  tered  into  by  the  subject  includes  no  exculpatory  lan-^ 

22  guage  through  which  the  subject  is  made  to  waive,  or 

23  appear  to  waive,  any  of  his'  or  her  legal  rights,  or  trr 
21  release  the  agency  or  its.  agents  from  liability  for^  neg- 
ligence; 
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(8)  insure  that  the  individual  conducting  research 
involving  human  subjects  is  affiliated  with  or^sponsored 
by  an.agency  that  can  and"  does  share  responsibility  for 
the  protection  of  the  subjects  involved: 

(9)  ,  provide  appropriate  guidelines  to  deal  with 
any  emergency  diat  may  develop,  even  in  the  course  of 
seemingly  routine  research  activities ; 

(10)  insure  that  investigators  and  others  directly 
involved  in  research  adhere  to  the  ethical  standards  of 
tlieir  professions  concerning  tlie  ccfhduct  of  research  and 
obtain  infgfmed  coTisent  from  each  subject,  or  have  . 
access  to  the  record  of  infonned  consent;  ^ 

(11)  insure  that  the  principal  investigator  of  each 
completed  research  project  is  responsible  for  connnu- 
nica^thig  to  tlie  staff  of  the  agencj^the  purpose,  nature,^ 

Nontcome,  and  possible  practical  or  theoretical  implica- 
tions of  tlic'researcli  and  that  outside  researcliers  have 
the  s^me  obligations  relative  to  stiifl  information  and 
feedback  as  do  agency  staff  members; 

(12)  insure  that  copies*  of  reports  resultiirg  from 
research  projects  shall  be  maintained  in,  the  agency 
and  that  the  agency  assists  in  disseminating  the  results 
of  its  research  to  other  units  of  the  service  delivery 
system,  ^assuring  tliatXwhen  research  findings' are  made 
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1  public,  the  anonymity  of  individual  pereons  and  parents 

2  ismaintainecl; 

*  3  (13)  have  a  mechanism  to  review  research  findings 

4  external  to  the  agency,  and  to  implement  those  findings 

f  4  \ 

5  that  will  improve  the  quality  of  services  being  provided; 

6  and  .  . 

7  (14)  cooperate  with  programs  •of  research  and 

8  research  training  that  ara  conducted  by  colleges,  uni- 

9  versities,  and  research  agencies,  or  by  other  qualified 

10  investigators. 

11  Subpart  6— Kecords' 

12  lUSCORDS 

13  Sec.  299W.  (a)  The  person's  record  is  a  compilation 


14  of  data  that  provides  the  basis  for  planning  and  evaluating 

15  his  or  her  individual  program  plan;  tliat  provides  a  means 

16  of  communication  among  all  staff  members  who  are  involved  . 

n  in  implementing  that  plan;  that  furnishes  evidence  of  the 

/a*  »  •  " 

18  person's  pjogress;  thfft  serves  as  a  basis  for  review  and 

19  evaluation  of  the  agency's  programs;  that  ass'sts  in  protecting 

20  tlie  legal  rights  pf  the  person,  the  staff,  and  the^gehcy;  and 

21  that  provides  data' for  use  in  research  and  education. 

22  (b)  The  establishment  and  maintenance  of.a  functional 
2J{  records  system  shall  be  an  essential  activity  of  each  commu- 

i 

24  nity  service  program.  Eecords  shall  document  the  services 
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1  provided  the  person,  and  any  action  taken  in  his  or  her 

2  behalf,  contacts  with  persons  who  were  rejected  for  service, 

3  or  who  were  referred  to  other  agencies,  slmll  be  available  to 

4  parents  and  persons  served  upon  demand,  and  sliall  record 
/      5  only  objective  data  and  observable  behaviors. 


6  (c)  Each  facility  and  agency  receiving  assistance  under 

» 

7  tliis  Act  shall— 

8  (1)  insure  tliat  a  record  is  maintained  for  each 

9  person  that  is  adequate  for : 

10  (A)  developing  and  continuously  evaluating 

11  the  individual  program  plan; 

12  (B)   providing  a  means  of  communication 

13  '    among  aJl  persons  contributing  to  the  individual 

14  program  plan; 

15  (C)  recording  progress  in  achieving  'the  ob- 

16  Jectives  specified  in  the  individual  program  plan;  . 

17  (D)  serving  as  a  basis  .for  review,  study,  and 

18  evaluation  of  the  programs  provided  by  the  agency 
19,  for  its  palienis; 

20  (E)  protesting  the  legal  rights  of  the  person, 

21  agency,  and. staff;  and 

22  (F)  providing  data  for  use  in  research  and 

23  •  education; 

24  (2)  insure  that  all  infonnation  pertinent  to  the 

25  above  stated  purposes  is  incorporAted  in  the  person's 


ERIC 


357 


353 

i 

351 

^record  in  sufiicient  (le|ailmii(l  clarity  to  enable  those  per- 
sons involved  in  iniplenienting  the  individual  program 
to  provide  effective,  continuing  services,  and  insure  that 
all  entries  in  the  record  are  legible,  dated,  authenticated 
by  the  signature. and  identification  of  the  person  making 


the  entry,  to  the  extent  jjossible,  written  ni  u6n-teclmic«l 

terms,  and  include  symbols  and  abbreviations  only  if 

they  are  in  a  list  approved  by  the  agency*s  chief  execu' 
i     ^  I 
tive  officer,  and  if  a  legend  understood  by  the  staff  is 


provided  to  explain  thein;    *  ' 

(3)  assist  the  family  in  ^stablishhig  and  maint((in- 
ing  a  record  to  document  its  role  in  implementing^  the 
individual  .program  plan:  / 

(4)  insure  that  the  person's  record  shall  be  lf\vsnl- 
able  to  the  family  and  tliat  person  upon  demand;  / 

(5)  insure  that  th6  following  information  shainje 
obtiiined  and  entered  inl  the  rvcrson's  record  at  t|ie  time 
of  entry  to  the  program:'  | 

(A)  name,  date  of  initial  conduct,  date  ol  birth, 
citizenship  status,  inarital  status,  and  social  security 
number;  :  \ 

(B)  sex,  race,  height,  weighty  color  of  hair, 
color  of  eyes,  identifying  marks,  and  recent  phoV 


/ 

graph; 


\ 
\ 


\ 


♦ 

.     .  354 

•  362 

1  (G)  naines^ud  address  of  parents,  legal  guard- 

2  '  ian,  advocate,  or  next  of  kin ; 

3  (D)  reason  for  entry,  referral,  or  rejection;  * 
_^.>4  (J] J  legal  competency  status; 

6  (P)  language  spoken  or  understood; 

6  (G)  sourcer  of  support,  including  social  secu- 

7  rity,  veterans'  benefits,  and.insurance; 

8  (H)  information  relevant  to  religious  affiliation ; 
0  (I)  reports  of  .previous  histories,  evaluations,  or 

10  observations; 

^  11  (J)  age  at  onset  of  disability; 

12  (K)  name  and  address  of  family  p^sician  or 

13  health  facility  providing  medical  care;  and 

14  (L)  medication  history; 

15  (6)  insure  that  witliin  the  period,  of  three  months 

16  after  initial  contact,  there  shall  be  entered  in  the  person's 

17  record: 

18  ,  (A)  a  report  of  the  review  and  updating  of 

19  the  entry  information; 

20  (B)  a  statement  of  shoi-t-term  goals  tkat  can 

21  bo  used  for  programing  and  placement;  \ 

22  (C)  a  comprehensive  assessment  and  individ- 

23  ual  program  plan,^iesigned  by  an  interdisciplinary 
\  24*  team;  and 

25  (D)  when  possible,  a  diagnosis  based  on  the 
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1  American    Association    on    Mental  Deficiency 

2  (AAMD)  Mannal  on  Terminology  and  Classifica- 

3  tion  in  Mental  Retardation;  the  Diagnostic  and 

4  Statistical  Manual  of  Mental  Disorders,  second  odi- 

5  tion  (DSM-II),  published  by  the  American  Psy- 
Q  chiatric  Association;  or  another  accepted  standard 
7  nomenclature; 

3  (7)  insure  that  record  entiies  during  the  Deriod  of 
\                9        service  shall  include : 

10  (-^)  reports  of  regular  and  specific  reviews 

21  evaluations  of  tlie  indivijdual  program,  plan; 

22  (B)  observations  of  response  to  the  individual 

23  program  plan,  recorded  with  sufficient  freauency  to 

14  enable  evaluation  of  itsefiiciency; 

15  (C)  records  of  significant  behavior  incidents; 
J(i  (D)  records  of  agency  contacts  with  the  per- 

17  son's  family  or  guardian;  _   

18  (E)  records  of  services  provided,  and  attend- 

19  ance; 

20  (F)  periodic  ''pdating  of  the  information  re- 

21  corded  at  the  time  of  initial  contact; 

22  (Gr)  appropriate  authorisations  and  consents; 

23  ajid 

24  (H)  medication  response  profile; 
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*  (8)  insuro  that  a  discharge  suininar}'  shall  be  en- 
tered in  the  record  wiUiin  seven  days  after  the  time  of 
termination  of  agency  services,  which  shall  include — 

(A)  ,a  brief  recapitulation  of  findings,  events, 
•^nd  progress  during  the  period  of  service; 

(B)  specific  recommendations  and  arrange- 
ments for  futnre  programing  and  follow  along  serv- 
ices; and 

(C)  the  agency's  evaluation  of  tlie  appropri- 
ateness of  the  reason  for  terminating  agency  serv- 
ices, when  termination  is  contrary  to  the  agencv's 
recommendation; 

(9)  insure  that  all  information  contained,  in  the 
person's  record,  inciuding  information  contained  in  an 
automated  data  bank,  shall  be  privileged  and  con- 
fidential, including  assurances  that— 

(A)  the  agency  shall  be  responsible  for  safe- 
keeping of  any  record,  and  for  securing  it  a^^ainst 
loss  or  use  by  nnauthori'/cd  persons; 

(B)  the  record  may  be  removed  from  the 
agency's  jurisdiction  and  safekeeping  only  in  ac- 
cordance' with  court  order,  subpena,  or  statute; 

(C)  there  shall  be  written  policies  governing 
access  to,  duplication  of,  and  dissemination  of  in- 
formation in  the  record;  \ 
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1  (D)  information  in  the  record  may  be  released 

2  only  after  the  requesting  individuar  or  agency 

3  clearly  documents  the  need  to  know;  and 

4  (E)  written  account  of  the  person  or  .his  or 

5  her  family  shall  be  required  for  the  release  of  infor- 

6  mation  to  persons  not  otherwise  authorized  to  re- 

7  ceive  it; 

8  (10)  maintain  an  organized  record  system  for  the 

9  collection  and  dissemination  of  information  reirardinff 

10  persons  served,  which  is  compatible  with  an  existing 

11  community  or  State  system;  contains  all  information 

12  pertaining  to  the  person;  where  particular  professional 

13  services  require  the  maintenance  of  separate  records,  in- 
11  eludes  a  summary  of  the  iufonnation  entered  in  the  per- 
lo  sous  unit  record;  are  readily  accessible  to  authorized 
1*^  l)orsonncl;  are  periodically  rc\iewcd  to  assure  that  they 

arc  eurront  and  complete,  and  that  they  ujcet  agency, 

18  connnunity,  or  State  standards;  include  n  master  index 

J9  of  all  persons  seen  by  the  agency,  and  arc  retained  for 

20  a  reasonable  period  of  time  as  specified  by  the  agency; 

21  (11)  insure  that  statistical  information  includes  at 

22  least  the  following: 

23  (A)  number  of  persons  served  by  age  ijroup, " 
21  sex,  race,  and  place  of  residence; 

25  (B)  number  of  persons  served  !)y  level  of  re- 
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tardation,  according  to  regulations  prescribed  by  the 
Secretary; 

(0)  niunber  of. persons  served  by  level  of  adap- 
tivc  behavior,  according  to  regulations  prescribed  by 
the  Secretary;  / 

(D)  number  of  persons  with  physical  dis- 
abilities; 

(E)  number  of  persons  served  who  are  ambu- 
latory, mobile  nonambulatory,  and  nonmobile; 

(X'')  number  of  persons  with  sensory  defects; 

(G)  number  of  persons  with  communication 
handicaps;  l 

(11)  number  of  persons  with  convulsive  disr 
orders;  -  * 

(I)  nuniber  of  persons  with  emotional  and  be^ 
havioral  problems; 

(J)  number  of  persons  served  by  etiological 
diagnosis^  according  to  regulations  prescribed  by  the 
Secretary; 

(K)  number  of  persons  with  multiple  disabili- 
ties, mclusive  of  nimabers  listed  separately  in  preced- 
ing categories ; 

(L)  movement  of  persons  into,  out  of,  and, 
within  the  agency;  and 

(M)  length  of  service;  and 
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♦  1  (12)  insure  that  data  is  reported  . to  appropriate 

2  community,  State,  and  IVderal  agencies  as  required. 

3  '      Subpart  7— Administration 

4  riiiLosomr,  policies,  and  tkacticks 

5  Sec.  299X.  (a)  Administration  means  tliat  seginont  of 

6  an  agency  that  determines  its  mission  and  purpose,  ai/d  that 
*   7  is  responsible  for  planning,  organizing,  directing,  jcontrol- 

8  hug,  and  coordinating  the  activities  of  tlie  organizalbjon. 

9  (b)  Each  agency  or  facility  receiving  assistance  under 

10  this  Act  sliall— 

11  (1)  have  a  written  statement  of  philosophy  that 

12  -  stipulates  its  mission,  purpose,  and  role  in  the  service 

13  dehvery  system : 

(A)  Copies  of  this  statemeut  shall  be  distrib- 
15  ^  uted  to  agency  staff  and  shall  be  available  to  persons 
IC  served,  consumer  representatives,  and  tlie  interested 

17  public; 

18  ■  (2)  insure  tliat  the  ultimate  a  in  I  of  tlie  agenc}'  is 

19  to  foster  tliose  behaviors  tliat  maximize  tlie  human  quali- 

20  ties  of  the  disabledf person,  increase  the, complexity  of 

21  behavior,  and  enhance  ability  to  cope  with  the  environ- 

22  ment: 

23  ,  (A)  the  agency  shall  accept  and  implement 

24  the  principle  of  normalixation,  defined  os  the  use  of 
26             means  that  are  as  oullurally  nomiativc  as  possible 

< 
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1  to  elicit  and  maintain  behavior  that  is  as  culturally 

2  normative  as  possible,  taking  into  account^loeal.and 

3  subcultaral  differences;  and 

4  (B)  the  agency's  philosophy  and  goals  shall 

5  require  the  use  of  the  least  restrictive  alternatives 

6  (hat  arc  consistent  with  the  developmental  needs 

7  and  objectives  of  its  clients; 

8  ^  (3)  facilitate  integration  by  seeking  to  make 
D        generic  services  accessible  to  the  consumer  population 

10  when  appropriate  to  its  needs;  ' 

11  (4)  insure  that  the  agency  and  its  service  delivery 

12  unit  shall  be  located  within,  and  shall  be  conveniently 

13  accessible  to,  the  population  served; 

1'^  (5)  regulate  its  services  and  resources  to  those 

of  all  other  agencies  in  its  counuunity ; 

(G)  have  a  written  stiitejnent  of  policies  and  proce- 
IT  dures  concerning  the  rights  of  (ho  eon^suuicr  pi)pulation 
18  tliat: 

(A)  assures  tJie  civil  rights  of  a!!  persons;  and 

20  (B)  defines  tlie  means  of  making  legal  counsel 

21  ,  available  to  pei-sons,  for  the  protection  of  their 

22  rights; 

23  (7)  have  a  written  statement  of  policies  and  proce- 
2\  dures  that  protect  llie  fiuaucinl  interests  of  it.s  ron>rn)ier 
25        population  and  tl)at  provide  for: 


'  365 


'361 

(A)  determining  the  financial  benefits  ^or 
which  consumer  population  are  eligible;  and 

(B)  assuring  that  consumer  population  receive 
the  fuiids-for  incidentals  and  lor  sxjccial  needs  (such 
as  specialized  equipment)  that  are  due  them  under 
public  an^ private  support  programs; 

(8)  have  evidence  tliat  the  views  and  opinions  of 
the  person  on  matters  concerning  him  or  her  are  elicited 
andc  given  consideration  in  defining  the  processes  and 
structures  that  affect  the  person,  ''unless  the  person  is 
clearly  unable  to  communica*'^  in  any  way: 

(A)  The  agency  shall  have  written  procedures 
for  tlie  appeal  of  agency  decisions  by  a  person  or  his 
or  her  family;  and 

(B)  The  agency  shall  have  written  procedures 
for  notifying  a  person's  family  in  the  event  of  an 
emergency; 

(9)  have  a  waiting  list  policy  and  procedure  that 
specifies  the  interim  services  to  be  provided  persons  who 
have  not  been  admitted  to  programs.  The  agency  sliajl 
provide  assisted  referral  services  to  any  person  upon 
request. 

(10)  require  that  services  provided  Its  consumeP 
population  by  other  agencies  meet  the  standards  for 
quality  of  services  as  stated  in  this  title,  and  all  contracts 
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1.  lor  the  provision  of  such-  services  stipulate  that  these 

2  standards  shall  be  met. 

3  (11)  insure  that  residential  services  provided  by 

4  the  agency  comply  with  the  standards  of  title  II  of  th» 

5  Act.  ^  i 

6  (12)  have  documentary  evidence!,  of  its  source  of 

7  operating  authority:  ^  | 

8  (A)  A  public  agency  shall  have  documents 

9  that  describe  the  administrative  framework  of  the 

10  goveniinental  department  in  which  it  operates; 

11  .  (B)  A  private  agency  shall  have  documents 

12  '  tliat  include  its  charter,  its  constitution  and  bylaws, 

13  „ ,  and,  where  required,  its  state  license. 

14  (13)  insure  that  the  governing  body  of  the  agency 

15  shall  exercise  general  direction  and  shall  establish  policies 
IG  concerning  the  operation  of  the  agency^  and  the  welfare 

17  of  the  clients  served : 

18  .  (A)  if  the  governing  body  is  a  board : 

19  (i)  its  members  shall  visit'all  program  coin- 

20  ponents  of  the  agency  during  operating  hours; 

21  and 

22  (ii)  tlio  agency  shall  provide  orientation 

23  and  training  for  new  members.  ^ 

£4  ^      (14)  insure  that  the  gdverning  body  shall  establish 

25  a  job  description  for  the  position  of  chief  executive  officer. 
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including  appropriate  qiiaUfKJntions  of  education,  experi- 
ence, personal  factors  and  skills. 

(15)  insure  tliat -the  governing  body  employs' a 
chief  executive  officer  so  qualified,  and  delegates  to  him 
or  her  authority  and  responsibility  for  the'  management 
"of  the  affairs  ojjhejgency  in  accordance  with  established 
written  policy.  Proeedi^es  shall  provide  for  the  designa- 
tion of  an  indi  vidual  to  be  in  charge  of  the  agency  when  ^ 
tlie\ chief  executive  officer  is  not  available."" 

\(16)  provide  for  meaningful  and  extensive  con- 
sumer and  pubUc  participation  in  the  development  of 
agency  policies,  through  the  following  means: 

\  (A)  If  the  agency  has  a  governing  board,  its 
members  include  consumers  or  their  representatives, 
interi^sted  citizens,  and  relevantly  qualified  profes- 
sionals presumed  to  be  free  of  6onflict3  of  interest;  > 

(B)  If  the  agency  does,  not  have  a  governing 
board,  \ts  governing  body  actively  seeks  advice  from 
an  advisory  board  composed  as  described  above; 
and 

(0)  'The  agency  shall  provide  for  periodic  peer  , 
review,  or^ consumer  advisory  committee  assessment,  j 
of  agency  practices  and  services,  inQluding  services  - 
provided  by  otlier  agencies  that  support  those  pro-| 
vided  by  thb  agency  itself.  * 


364 
362 

(17)  be  administered  and  operated  m  accordance 
with  sound  management  principles.  The  type  of  admin- 
istrative  organization  of  the  agency  shall  be  appropriate, 
to  the  program  needs  of  its  consumers.  The  agency  shall 
have  a  current  table  of  organization  ^at  shows  the  gov- 
ernance and  administrative  pattern  of  the  agency.  The 
organization  shall  provide  effective  channels  of  com- 
munication inall  directions. 

(18)  have  a  policies  and  procedures  manual  that 
describes  the  current  methods,  forms,  <]proeesses,  and  se- 
quences of  events  that  are  utilized  to  achieve  its  objec- 
tives and  goals.  These  policies  and  .procedures  shall  be: 

I     (A)  consistent  with  the  needs  of  the  agency'^s 
consumers; 

(B)  consistelit  with  the  agency's  pjiilosophy 

1 

arid  objectives; 

,  (0)  consistent  with  currently  accepted  theories, 
principles,  and  goals; 

(D)  consistent  with  the  resources  available; 

and  I 

1(E)  apiilicable  to  all  services  provided. 
(19)i  hav«e  copie?  of  the  laws,  rules,  and  regulations 
that  are  relevant  to  its  functions. 
,      (20)^  have  implemented  a  plan  for  a  continuing 
management  audit  to  insure  that: 
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(A)  effective  implementation  of  its  stated'poli- 
cies  and  procedures;  and 

(B)  compliance  of  its  policies  and  ^jrocpdures 
with  laws  and  regulations, 

'  V  (21)/have  a  written  plan  for  improving  the  quality 
of  staff  and  services  that  reflects  the  staff's  progranmiatic 
responsibilities  in  establishing  and  maintaining  standards 
for  services  to  clients : 

(A-)'  Each  program  component  of  the  agency 
shall  be  licensed  by  the  appropriate  State^ agency; 
and  '  , 

(B)  The  services  of  consultants  not  directly 
.  associated  with  the*  agency  shall  be  available  to  t}ie 
staff  of  each  program.  '  -  ^ 

(22)  provide  for  effective  staff  and  consumer  par- 
ticipation and  communication  in  the  following  waj^: 

(A)  Staff  meetings  shall  be  .held  regularly; 

/ 

(B)  Standing  committees  aj^prbpriate  to  the 
agency  shall  meet  regularly; 

(C)  Committees  shall  include  client  p'articipa- 
tion  whenever  appropriate; 

(D)  Minutes  and  reports  of  staff  meetings' and 
of  standing^and  ad  hoc  committee  meetings,  includ- 

-  ing  records  of  recommendations  and  theiHmplemen- 
(ation,  shall  be  kept  and  filed; 
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1  (E)  Suinmaries  of  tlie  minutes  and  reports  of 

2  staff  and  committee  meetings  shall  be  distributed  to 

3  partieipaiits  and  to  appropriate  nail  members;  and 

4  ,  (F)  Suimnaries  of  the  miuuies  acd  reports  of 

5  •  governing  board  meetings  shall  be  distributfed  to  stafi 

6  and  to  consumer  representatives, 

7  (23)  have  a  sufficient  number  of  appropriately 

8  qualified  and  adequately  trained  personnel  to  conduct 

9  (24)  "provide"  space,  equipment,  and  an  environ- 

10  in  this  title, 

11  (24)  provide  space,  equipment,  and  an  envlron- 

12  ment  that  is  appropriate  and  adequate  for  conduct- 

13  *   ing  its  program  in  accordaneo  with  the  standards 

14  ^peciffed  in  this  title.  ^ 

15  "  (25)  insure  that  fun(b  are  budgeted  and  spent. in 

16  accordance  with  the  principles  and  procedures  of  pro- 

17  gram  budgeting:  ^ 

18  (A)   The  fixed  and  incremental  costs  for 

19  adequate  progrannng  for  the  person  shall  bo 

20  "  recorded; 

21  (B)  The  budget  requests  submitted  by-  the 

22  agency  shall  reflect  its  program  needs,  as  developed 

23  by  its  stafif; 

24  '  (0)  The  budget  requests  submitted  by  the 

25  agency  shall  be  doeuinented  and  interpreted;  i 
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;  -        (D)   Budget  performance  reports  shall  be 
prepared  afc  appropriate^^intervails  and  shall  be  sub- 
mitted to  those  staff  and  governing  board  members 
J    who  particrpate  in  budget  and  management  respon- 
;   sibilides::  and 
'  i        (E)  There  are  provisions  for  rebudgeting  of 
'  funds  in  ac.fcordance  with  changing  program  needs; 
(26)  insure  that  individual?  acting;  on  the  agency's 
budget  r^^uests  (such  as  board  members,  State  budget" 
officials,  and  members  of  appropriations  committees) 
shall  have  firsthand  knowledge  of  its  operation  and 
neeiSs,  obtained  by  regular  visitation  and  observation  o( 
its  programs; 

l|(27)  insure  that  a  full  audit  of  the  agency's  fiscal 
activities  is  performed  annually  by  a  qualified  accountant 
indcjpendent  of  the  agency ;  | 

^  (28)  insure  that  fiscal  reports  are  prepared,  an- 
nuijlly  and  communicated  to  the  agency's  public;  ^ 
(29)   insure  that  there  are  written  purchasing 
policies  regarding  authority  and  approvals  for  supplies, 
services,  and  equipment; 

!(30)  have  insurance  that  includes,  but  not  limited 
'to,  insurance  against  public  and  professional  liability, 
fire,  tlieft,  and  disaster;  ^ 
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(31)  provide  that  charges  for  services  shall  have 
a  written  schedule  of  rates  and  charge  policies  that  is 
available  to  all  concerned; 

(32)  insure  that  fundraising  activities  comply  with 
local  and  State  laws  and. with  applicable  ethical  practices; 

(33)  insure  that  adequate  services  for  personnel 
administration  shall  be  provided  by  means  appropriate 
to  the  size  and  function  of  the  agency; 

(34)  provide  a  statement  of  its  personnel  policies 
and  practicei;  which  insures: 

(A)  the  hiring,  assignment,  and  promotion  of 
employees  shall  be  based  on  their  qualifications  and 
abilities,  without  regard  to  sex,  color,  creed,  age, 
irrelevant  disability,  marital  status,  ethnic  or  na- 
tional origin,  or  membership  in  an  organization; 

(B)  there  shall  be  written  job  descriptions  for 
all  positions; 

(C)  personnel  shall  be  licensed,  certified,  or 
regi^stcrcd  as  required  by  the  State  in  which  the 
agency  is  located; 

(D)  paraprofessional  personnel  shall  be  super- 
vised  by  qualified  and  licensed,  certified,  or  regis- 
tered supervisory  personnel;  ' 

*  > 

(E)  each  professional  stafT  member  shall  be 
f  M'if^  mill  and  shall  adhere  to  the  code  of  cthicjj 
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and  standards  of  practice  promulgated  by  liis  or  her 
•professional  organization; 

(F)  all  personnel  shall  bo  medically  deter- 
^niined  to  be  free  of  communicable.and  infectious  dis- 
eases at  the  time  of  employment  and  annually  there- 
after. All  personnel  shall  undergo  a  medical  ex- 
amination at  the  time  of  employment  and  annually 
thereafter; 

(G)  all  employees  shall  be  appointed  for  a 
limited  probationary  period  in  order  to  determine 
if  they  arc  capable  of  fulfilling  the  specific  require- 
ments of  their  jobs; 

(H)  each  employee  shall  be  evaluated  at  least 
annually  after  the  initial  trial  period.  The  evalua- 
tion sltiU  be: 

(i)  reviewed  v;ith  the  employee;  and 

(ii)  recorded  in  the  employee's  personnel 
record; 

IX*  (1)  there  shall  be  an^  authorized  procidure, 
consistent  ^vith  due  process, -for  suspension  or  dis- 
missal of  an  employee  for  cause; 

fj)  methods  of  improving  the  welfare  and 
security  of  employees  shall  include: 

(i)  a  merit  system  or  its  Univalent; 
> 

* 
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(ii)  a  salary  schedule  covering  all  posi- 
tions; 

(iii)  effective  grievauce  procedures; 

(iv)  provisions  for  vacations,  holidays, 
and  sick  leave; 

(v)  provisions  for  health  insurance  and 
retirement; 

^  (vi)  permitting  employce  organizations; 

(vii)  opportunities  for  continuing  cduea- 
Honal  experiences,  including  educational  leave; 
and 

(viii)  provisions  for.  recognizing  outstand- 
ing contributions  to  the  agency; 

(K)  a  statement  of  the  agency's^  personnel 
policies  and  practices  shall  be  provided  to  all  its 
employees; 

(35)  develop  with  each  consultant,  professional, 
and  paraprofessional  staff  member  a  performance  de- 
scription of  his  or  her  assigned  duties.  Each  perform- 
ance  description  shall  include,  but  not  be  limited  to: 

(A)  the  staff  member's  accountability  for  ac- 
complishing mutually  detennined  objectives; 

(B)  the  staff  member's  role  in  implementing 
mdividual  program  plans; 
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1  *  (0)  the  development  of  outcome  measures  to 

2  evaluate  the  staff  member's  performance; 

3  (D)   specified  performance  evaluation  tech- 

4  niques;  aiid 

5  (E)  a  signed  performance  description  agree- 

6  ment  between  the  agency  and  the  staff  member; 

7  ,    (36)  provide  a  wriiten  statement  of  the  agency's 

8  policies  and  procedures  for  handling  cases  of  neglect  or 

9  abuse  of  its  clients.  Alleged  violations  shall  be  reported 

10  immediately: 

11  ^  (A)  all  alleged  violations  shajl  be  thoroughly 

12  investagated,  using  specified  investigation  procedures^ 

13  .       (B)-  at  least  preliminary  "results  of  such  Investi- 

gations  shall  be  reported  to  the.  chief  executive  ofii- 
cer,  or  his  or  her  designated  representative,  within 

1^  t\venty-four  hours  of  the  report  of  the  incident; 

(0)  the  results  of  the  investigation  shall  be 
recorded  in  the'*  employee's  personnel  record;  and 

1^  (D)  sanctions  shall  be  invoked  when  an  allega- 

20  tion  is  sustained; 

21  (37)  staff  shall  be  sufficient  so  that  the  agency  is  not 

22  dependent  upon  the  use  of  the  consumer  populalion  or 

23  volunteei*s  for  productive  services.  There  shall  be  a  writ- 
ten  policy  for  protecting  persons  from  exploitation  when/ 
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1  they  are  engaged  in  training  and  productive  work.  Per- 

2  sons  who  function  at  the  level  of'stafi  in  occupational  or 
'  3  training  activities  shall  have  the  same  privileges  as  staff, 

4  and  be  paid  at  the  same  legally  required  wage  level  when 

5  employed  in  other  than  training  situations; 

^G-  (3§)  insure  that  a  staff  development  program  is 

7  provided  that  includes: 

8  (A)  orientation  for  all  new  employees  to  ac- 
D  quaint  them  with  the  philosophy,  organization,  pro- 

10  gram,  practices,  and  goals  of  the  agency; 

11  ^  (J3)  induction  training  for  each  new  employee, 

12  so  that  his  orhe^  skills  in  working  with  the  consuiher 

13  population  are  Increased; 

1^  ■  .  (0)  inservice  training  for  employee?  who  have 

15  not  achieved  the  desired  level  of  competence,  and  op- 

1^  portunitics  .for  continuous  inservice  training  to  up- 
date  and  improve  the  skills  and  competencies  of  all 

18  employees; 

19  ^  (D)m supervisory  and  management  training  for 

20  ^      all  employees  in,  or  candidates  for,  supervisory 

21  positions; 

22  (E)  training  programs  designed  to  facilitate  an 

23  increase  in  personal  effectiveness,  as  well  as  lateral 

24  and  upward  movement;  f 
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(F)  einpl/asis  on  interdisciplinary  training 
pro'granl?,';/ ' 

(G)  studies  to  assess  the  training;-needs  of  the 
staC;  and 

(H)  participation  of  appropriate  staO  in  staff 
development  programs;  and 

(39)  insure  that  provision  is  made  for  all  staff 
members  to  improve  their  competencies  by:  , 

(A)  attending  staff  meetings; 

(B)  attending  seminars,  conferences,  %vprk- 
shops,  and  institutes; 

(0)  attending  college  and  university  courses; 

(D)  visiting  other  agencies  and  facilities; 

(E)  participating  in  professional  organizations; 

(F)  conducting  research; 

(G)  publishing  studies;  and 

(11)  having  access  to  a  professional  library. 

(40)  If  the  agency  provides  food  services,,  provide 
a  written  statement  of  goods,  policies,  and  procedures 
that: 

(A)  shall  govern  all  food  services  and  nutrition 
activities; 

(B)  shall  be  in  compliance  with  State  and  local 
rogulalions; 
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(C)  shall  provide  for  a  plannedj  nutritionally 


adequate  diet; 

(D)  shall  contain  provisions  for  feeding  per- 
sons  who  have  special  needs,  and  for  the  develop- 
ment of  self-feeding  skills,  including  attention  to  such 
matters  as  the  texture  of  food  and  needs  for  special 
diets^, feeding- techniques,  and  equipment; 


(E)  shall  be  prepared  by,  or  with  the  assist- 
aiic(j^  of,"  a  iratritiwiist  or  dietitian; 

Jf)  shall  be  reviewed  regularly  by  the  nutri- 
tionist jor  dietition^  and 

i/Q)  shall  be  distributed  to  agency  personnel; 


(41)  Persons  with  special  eating  disabilities  are 
provided  with  an  interdisciplinary  approach  to  the  diag- 
nosis and  remediation  of  their  .problems,  consistent  with 
their  developmental  needs; 

(42)  Provide  when  food  services  are  not  directed 
l)y  a  nutritionist  or  dietitian,  that  regular  consultation 
with-a  nutritionist  or  dietitian  shall  bo  documented;  and 

(43)  Provide  that  copies  of  the  daily  menu  shall 
be  posted^  and  kept  on  file  for  at  least  thirty  uays; 

(44)  Insure  that  the  requirements  of  the  Secretary, 
with  regard  to  fire  safety,  shall  bo  met,  with  specific  ref- 
erenco  to  the  following: 
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(A)  provision  of  adequate  and  alternate  exits 
and  exit  doors; 

(B)  provision  of  exit  markings  at  each  exit; 

lO)  provision  of  exit  ramps,  with  nonskil[  sur- 
face and  slope  not  exceeding  one  foot  in  twelve;^' 
and 

(P)  provision  of  handrails  on  stairways; 

(E)  there  shall  be  records  that  document  com- 
pliancc  with  the  regulations  of  the  State  or  local 
fire  saiety  authority  that  has  primary  jurisdiction 
over  the  agency;  * 

(E)  aisles  and  exits  shall  be  free  from  all  en- 
cumbrances, and  floors  shall  be  uncluttered: 

(6)  Elammable  materials  shall  be  properly 
stored  and  safeguarded;  and- 

(H)  There  shall  be  records  of  periodic  fire 
safety  inspections  and  reports; 
(45)  insure  that  records  that  document  compliance 
with  the  sanitation,  health,  and  environmental  safety 
codes  of  the  Stu.  ^  or  local*  authority  having  primary 
jurisdiction  over  the  agency : 

(A)  Written  reports  of  inspections  by  State  or 
local  .health  authorities  shall  be  kept  on  file;  and 

(B)  Handwashing  facilities  shall  be  available 
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in,  or  immediately  adjacent  to,  all  restrooms,  kitch- 
ens, and  treatment  rooms ; 

(46)  have  evidence  that  it  is  aware  of  the  pro- 
visions of  the  Occupational  Safety  and  Health  Act  of 
1970; 

(47)  insure  that  insurance  company  written  in- 
spection reports  and  records  arc  kept  on  file; 

(48)  have  a  written  staff  organization  plan  and 
written  procedures,  that  are  communicated  to  the  staff 
and  reviewed  by  the  staff  annually,  for  meeting  all  poten- 
tial emergencies  and  disasters,  such  as  fire,  severe 
weather,  and  missing  persons  r  P 

(A)  the  plan  and  procedures  shall  be  -posted 
at  suitable  locations  throughout  the  agency; 

(49)  insure  that  evacuation  drills  are  held  at  least 
quarterly  for  each  shift  of  agency  personnel,  and  under 
varied  conditions  and  the  results  of  each  drill  shall  be 
recorded; 

(50)  uisure  that  all  builduigs  and  outdoor  recrea- 
tion facilities  constructed  after  December  31,  1974,  are 
accessible  to,  and  usable  by,  the  nonambulatory,  and  shall 
meet  all  applicable  specifications  for  making  buildings 
accessible  to,  and  usable  by,  the  phj^sically  handicapped; 

(A)  All  existuig  buildings  and  outdoor  recrea- 
tion facilities  shall  be  modified  so  as  to  cdnform  to 

y 
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the  above  requirements  not  later  than  December  31,  | 
/    1979,  and  -  *  ' 

(B),  Existing  facilities  shall  provide, 

(i)  Entrance  ramps  wide  enough  for 
wheelchairs,  not  exceeding  a  rise  of  one  foot  in 
twelve,  with  nonslijp  surfaces,  and  vnih  rails  oh 
both  sides,  \ 

(ii)  Doorways  and  co^idors  wide  enough 
for  wheelchairs,  and 

(iii)  Grab'  bars  in  toilet  and  bathing  fa- 
cilities; mi 

(51)  use  paint  tliat  is  lead  free  and/msure  that  old 
paint  and  plaster  containing  lead  shall  be  removed  or 
covered  in  such  a  manner  that  it  is  not*  accessible  to  any 
person.  ^ 
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94Tn  CONGRESS 
lirSkssioN 


S.1194 


IN  THE  SENATE 'Ol^^HB  UNITED  STATES 

March  17  (legislative  day,  March  12),  1976 

Mr.  Staitord  (by  request)  introduced  the  following  bill;  which  ivm  read  twice 
,  and  referred  to  the  Committeo  on  L»<ibor  and  Public  Welfar* 


ERIC 


A  BILli 


To  revise  and  extend  the  program  authorized  by  the  Develop- 
menial  Disabilities  Scrvices^iTd^Constmetion  Act. 

V.I 

1  Be  it  enacted  by  the  Senate  arid  House  of  Representa- 

2  lives  of  the  United  States  of  AmeHca  in  Congress  assemhled, 

3  That  this  Act  may  be  cited  as  the  "Developnientally  Disabled 


4  Assistance  Act  of  1975". 


\ 


TITLE  MENBRAL  jPROVISIONS 


S 


5 

6  DECLARATIOX  OF  PUlirOSlC  A^D  J^EDKIIAL  SHARE 

7  Sec.  100.  (a)  The  purpose  q\  this  Act  is  to  improve 


8  and  coordinate  die  provision  of  s 

9  dovelopmental  disabilities  throngli 
10  several  States  in  developing  and  i 


11   hcnj?ive  and  continuing  plan  for 'meeting  the  current  and 


3a3 


irvices  to  pei*sons  with 
A)  grants  to  assist  the 
npleriienting  a  compre- 
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needs  of  persons  with  developineutal  disabilities;  (B) 
2  ^srupport  of  interdisciplinary  training  programs  and  training 
3/  demonstration  projects. at  instifutiojis  of  higher  education; 
,4  and  (CJ  the  support  of  other  activities  wJiLell  ^vill 

5  tribute,  to  improving  the  condition  of  persons  with  ^develop- 

6  nieiital  disabilities.  .    ^      '  | 

.  '7         (b)  The  Pederal  share  with  respect  to  any  proj|jet 
'8  assisted  under  title  II  of  this  Act  may  liot  exceed  70  [l^r 
9  eenUmi  of  the  necessarv  mi  thereof  as  determined  by  the 
lO  Secretary.    ,  j  '/ 

U  ^  '  (c)  The  rc<feral  $L^c  with  respect  to  assistance  under 
J*J  title  III  of  this  Act  inf^  not  exeeed^O  per  centum  of  the 
33^  necessary  cost  thereof,  as  determined  by  the  Secretary,  for 

14  the  fisqal  year  ending  June  30,  1975,  GQj)er  centum  of  such 

15  cost  for,;the  fiscal  year,  ending  Ji^e  30,  197G,  and  50  per 
Jli^cntum  of  such  ep^st  f(yi*  the  fiscal  year  ending  September  30, 

17  1977. 

*(  1 )  The  non-Federal  share  of  the  cost  of  any  project 
]<)  .assisted  under  this  Act  shall  be  provided  in  cash  or  in  kind,  in 

20  accordance  with  'rules  generally  appliqible  to  grant;^  provided 

21  by  the  Department  of  Health,  Education,  and  ^Velfare. 

22  (2).  Payments  of  grants  under  tihis  Act  shall  be  made  in 


23  advance  or  by  way  of  rcimburlenient,  and  m  huuh  conditions 

24  OS  the  Secretiiry  may  determine. 

25  (3)  Por  the  purpose^'ofTleterinining  the  Federal  shjre 
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1  with  respect  to  any  State,  expenditures  by  a  political  sub- 

2  ^vision  thereof  or  by  nonprofit  private  agencies,  organiza- 

3  tions,  and  groups  shall,  subject  to  such  limitations  and  con- 


4  diJions  the  Secretary  may  by  regulation  prescribe,  DeJeemed 

I 

5  to  be  expenditures  by  such  State. 

DEPIKITIONS 

Sec.  101.  Por  purposes  of  this  Act— 

(1)  '^construction''  means  the  construction  of  new 
buildings,  the  acquisition,  expansion,  remodeling,  alteiii- 
tion^  and  renovation  of  existing  buildings,  and  initial 
e(^uipmenfc  of  any  such  buildings  (including  medical 
transportation  facilities) ; 

(2)  ''cost  of  construction"  means  the  amount  nec- 
essary for  the  construction  of  a  project,  including  arelii- 
tect's  fees  and  the  cost  of  the  acquisition  of  land,  but 
excluding  the  cost  of  offsite  improvements  p 

(3)  "design  for  implementation"  means  a  docu- 
ment prepareid  by  the  appropriate  State  agency  or  agen- 
cies outlining  the  implementation  of  the  State  plan  as 
developed  by  the  State  planning  council.  The  design  for 
miplementation  shalljhclude  details  on  the  methodology' 
of  implementation  priorities  for  .spending,  a  detailed  plan 
for  the  use  of  funds  provided  under  this  Act,  specific 
objectives  to  be  achieved,  a  listing  of  those  progianis  and 
resQiirces  fo  be  utilized,  nnd  a  method  for  peritjdjc  evnlu- 
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1 

2 

3 

4* 

5 

6 

7 

8 

9 

10 

11 

12 

13  ^ 
14 

15 

16 

17', 
18 

la 

21 
22 
23 


aiion  of  its  effectiveness  iu  meeting  State  plan  objee- 
tives; 

-(4J  "developmental  disability"  means  a  disability 
attributable  to  mental  retardation,  eerebraJ.  palsy,  epi- 
lepsy, autism,  or  another  neurological  condition  of  an  in- 
dividual found  by  the  Secretary  to  be  closely  related  to 
mental  "retardation  or  to  require  treatment  similar,  to  that 
required  for  mentally  retarded  individuals,  which  disabil- 
ity originates  before  such  individual  attains  age  eighteen, 
which  has  continued  or  can  be  expected  to  continue  ia* 
definitely,  and  which  constitutes  a  substantial  handicap 
to  such  individual; 

(5)  "institution  of  hi^er  education"  has  the 
meanmg  given  it  in  section  122.(c)  of  the  Education 
Amendments  of  1972 ;  / 

(6)  ^'nonprofit  facility  for  persons  with  *  develop- 
mental  disabilities",  or  "nonprofit  private  institution  of 
higher  learning"  means  a  facility  for  persons  with 
developmcutaK disabilities,  and  an  institution  of  higher 
learning  which  is  owned  and  operated  by  one  or  more 
nonpro^t  corporations  or  associations  no  part  of  the  net 
eSmrngs  of  which  inures,  or  may  lawfully  inure,  to  the 
benefit  of<My  private  shareholder  or  individual ; 
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(7)  "nonprofit  private  agency  or  organization" 
means  an  ,a^cy  or  organization  which  is  a  nonprofit 
corporation  or  association  or  which  is  owned  and 
operated  by  one  or  more  of  such  ^rporations  or 
associations;  ,  * 

(8)  ^"Secretary"  means  the  Secretaiy  of  Health, 
EducaticHi,  and  Welfare; 

(9)  *  ''services  for  persons  witli  developmental  dis- 
abilities" means  specialized  services  or  special  adapta- 
tions of  generic  ser^'iees  directed  toward  the  alleviatimi  of 
a  developmental  disability  or  toward  the  social,  perso?ml, 
physical,  or  economic  habilitatiou  or  rehabilitation  of  an 
individual  with  such  a  disability,  and  such  tenn  mcliidcs 
diagnosis,  evaluation,  treatment,  personal  care,  day  care, 
^domiciliary  care,  special  living  arrangements,  trammg, 
education,  sheltered  employment,  recreation,  counseling 
of  the  individual  with  such  disability  and  of  his  family, 
protective  and  other  social  and  legal  services,  information 
and  xefenal  services,  follow-along  services,  and  trans- 
portation services  necessary  to  assure  delivery  of  services 
to  persons  with  developmental  disabilities;  -     >  y\ 

/(IQ)'  "S.tat«"  includes  the  several  States,  Puerto 
Rico,  Guam,  American  Samoa,  the  Virpn  Islands,  the 
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X   .     Trust  Territory  of  the  Pacific  Islandsraud  the  District  of 
2        Cohimbia;  and 

«5  (11) '"title"  when  used  with  reference  to  a  site  for 

4  a  project,  means  a  fee  simple,  or  such  other  estate  or 
f)  interest  (including  a  leasehold  on  which  the  annual 
a        rental  does  not  exceed  4  per  centum  of  the  value  of  the 

7  land)  as  the  Secretary  finds  sufficient  to"  assure  for  a 

8  period  of  not  less  than  fifty  years"=*undisturbed  use  and 

9  possession  for  the  purposes  of  construction  and  operation 

10  of  the  project, 

11  AUDIT  '  , 

12  Sec.  102.  Each  recipient  of  a  grant  or  contract  under  \ 

13  this  Act  shall  keep  such  records  as  the  Secretary  may  pre- 

14  scribe,  including  records  which  fully  disclose,  the  amount 
1^  and  disposition  by  such  recipient  of  the  proceeds  of  such 
16  , grant  or  contract,  the  total  cost  of  the  project  or  undertaking 

in  connection  with  which  such  pant  or  contract  is^made 

or  funds  theretinder  used,  the  Amount  of  that  portion  of 
1?  the  cost  of  the  project  or  undertaking  supplied  by  other 
20  sources,  and  such  records  as  will  facilitate  ^n  effective  audit. 

The  Secretary  and  the  Comptroller  General  of  the  United 
22  States,  or  any  of.lheir  duly  authorized  representatives,  shall 
^  have  access  for  the  purpose  of  audit  and  examination  to/ 
2^  any  books,  documents,  papers,  and  records  of  the  recipiei^fc 
2^  of  any  grant  or  contract  under  this  Act  which  are  pertinent 

to  such  grant  or  contract.  ' 

c 
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.1  TITLE  .  n-DBMONSTHATION  AND  TRAINING 
2  '  GRANTS  *  FOR  UNIVERSITY-AFmiATED 
a  FACILITIES 

4  JDEMONSTBATIONT  AND  TRAINING  GRANTS  ' 

•   /  .  c  ^ 

u  /  Sec.  201.,  (a)  Eor  the  pur2)oscs  of  assisting  institutions 

6  of  higher  education  to  contrihute  more  effectively  to  the 

7  sohition  of  complex  health,  education,  and  sociaLproblems  of 

8  children  and  adults  suffering  from  developmental  disabilities, 

9  the  Secretary  may,  in  accordance  \\\t\\  the  provisions  of  this 
10  title,,  nn»kc  grants  to  cover  costs  of  administering  iuterdis- 

^         11  ciplinary  training  programs  and  otlicr  demonstration  train- 

12  ing^programs  for  personnel  who  are  serving,  or  preparing  to 

13  serve,  persons  with  developmental  disabilities.  Stich  programs 
^     14  may  be  directed,,  toward  establislied  disciplines  as  well  as  new 

15  kinds  of  traming  to  meet  critical  shortages  in  tlie  care  of 

16  persons  with  developmental  disabilities. 

17  ,   (b)  For  the  purpose  of  making  grants  .pursuant  Xo  this 

18  section,  there  arc -authorized  to  be  appropriated  for  the  fiscal 

19  year  ending  June  30^  1975,  and  for  each  of  the  two  succeed- 

20  ing  fiscal  years,  $4,250,000.  ^ 

21  iVPPLIOATIONS 

22  Sec.  202.  Applications  for  grants  under  (his  title  m'ay 

23  be  approved  by  the  Secretary,  only  if  the  applicant  is  .a 

24  college  or  university  opera tin^^a  program  of  the  type 

25  scribed  m  section  201  (a) ,  or  is  »  public  or  nonprofit  privflte 

26  agency  or  orgam?atiori  operating  such  a  facility.  In^  consider- 
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1  ing  applications  for  such  grants,  the  Secretary  shall  give 

2  priority  to  any  applicati(^  which  shows  that  the  ^pplicant 

3  has  made  arrangcmcnts|'  in  accordance  with  regulations  of 

r 

4  the  Secretary,  for  a  junior  college  or  other  community-based 

5  educational  or  health  facility  to  participate  hi  the  programs 

6  for  which  the  application  is  made. 

7  ^  :maintexakce  oj^  effort 

8  Sec.  203.  Applications  for  grants  under  this  title  may 

9  be  approved  by  the  Secretary  only  if  the  application  con- 

10  tains  or  is  supported  by  reasonable  assurances  that  the  grants 

11  will  nof  result  hi  any  dccrca\c  in  the  level  of  State,  local,  and 

12  other  non-Federal  funds  for  services  for  persons  with  dcvelop- 
13*  mental  disabilities  and  training  of  persons  to  provide  such 

services  which, would  (except  for  such  grant)  be  Ji>'ailtir)lc 
to  the  applicant,  but  that  such  grants  will-  bcnrscd  to  supple- 
ment,  and,  to  the  extent  practicable,  to  increase  the  levji^l  of 
^'^  such  funds.  \ 
18  TITLE  IIMRANTS  FOR  PLANNING,  PROVISION 
P  OF  SERVICES,  AND  CONSTRUCTION  AND 
^  OPERATION  OF  FACILITIES  FOR  PERSONS 
21        WITH  DEVELOPMENTAL  DISAlilLITIES 

^  AUTHORIZATIOX  OF  APPKOPKIATION 

^  Sec.  301.  For  the  purpose  of  making  grants  to  carry 

2*  out  this  title,  there  are  authorized  to  be  appropriated  S30,- 

2*  '875,000  for  the  fiscal  year  ending  June  30,  1976,  and  tor 

^  -each  of  the*  two  succeeding  fiscal  years. 


'  1  STA^^.  ALLOTMENTS 

2  Sec.  302.  (a)  (1)  From  tlie  sums  appropriated  pur- 

3  juant  to  section  ,301  for  each  fiscal  year,  the  several  States 

4  shall  be  entitled,  to  allotments,  determined;  in  accordance 

5  with  regulations,  on  th^  basis  of  (A)  tlie  population,  (B) 

6  the  extent  of  need  for  services  and  facilities  for  persons  witi^-^ 

7  developmental  disabilities,  and  (C)  the  financial  need  of 

8  the  respective  States;  except  that  the  allotment  of  any  State 

9  (other  than  tiie  Virgin  Islands,  American  Samoa,  Guam, 

10  and  the  Trust  Territory  of  the  Wcific  Islands)  for. any  such 

11  fiscal  year  shall  be  not  less  than  $200,000  and  the  allotment 

12  of  the  Virgin  Islands,  American  Samoa,  Guam,  and,  the 

13  Trust  Territory  of  the  Pacific  Islands  sbtll  be  not  less  than 
W  160,000.  ^ 

1^         (2)  In  determining,  for  purposes  of  paragraph  (I), 

1^  the  extend  of  n^ed  in  any  State  for  services  and  facilities 

1'  for  persons  with  developmental  disabilities,  the  Secretary 

18  shall  take  into  account  the  ^cope  an^  extent  of  the  services 

19  specified,  pursuant  to.  section  304  (b) ,  in  the  State  plan  of  " 

20  such  State  approved  under  this  title. 

21  (3)  Sums  allotted  to  a  Stale  for^a  fiscal  year  and  design 

22  nat«d  by  it  for  construction,  renovation,  or  modernization 

23  whidi-are  unobligated  at  the  fend  of  such  year  dhall  remain 

24  avallable'^to  wch 'State  for  such  purpose  for  the  next  fiscal 
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1  year  and  for  such  year  only,  in  addition  to  the  sums  allotted 

2  to  such  State  for  such  fiscal  year. 

3  (b)  Whenever  a  State  plan  is  approved  in  accordance 

4  with  section-  304  which  provides  for  participation  of  more 

5  than  one  State  agency  in  admuiistering  or  supervising  the 

6  admmistration  of  designated  portions  of  such  plan,  the  State 

7  may  apportion  its  allotment  among  such  agencies  in  a  man- 

8  ner  which  is  reasonably  related  to  the  responsibilities  assigned 

9  to  such  agencies  m  carrying  out  the  purposes  of  this  titk, 

10  subject  to  the  approval  of  the  Secretary.  Funds  so  appor- 

11  tioned  to  State  agencies  n\ay  be  combined  with  other  State  or 

12  Federal  funds  authorized  to  be  expended  for  other  purposes, 

13  •  provided  ihc  purposes  of  this  title  will  receive  proportionate, 

14  benefit  from  the  combination.* 

15  ;  (c)  Whenever  a  State  plan  approved  in  accordance  with 

16  section  304(c)  provides  for  cooperative  or  joint  effort  be- 

17  tween  States  or  between  or  among  agencies,  public  or  pri- 

18  vate,  in  more  than  one  State,  portions  of  funds  allotted  to  one 

19  or  more  such  cooperating  States  or  agencies  may  be  combined 

20  in  accordance  with  the  agreements  between  the  agencies  and 

21  States  involved.  : 
22*  .(d)  ^he  amount  of  au  allotment  to  a  State  for  a  fiscal 

23  .year  which  the  Secretary  determines  will  not  .be  required  by 

24  the  State  during  the  period  for  which  Jt  is  available  for 

25  the  purpose  for  which  it  is  allotted  shall  be  available  for 
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1  reallotment  by  tlie  Secretary  on  such  date  or  dates  as  he 

2  may  fix  (but  not  earlier  than  thirty  days  after  he  has  pub- 

3  lished  notice  of  liis  intention  to  make  such  reallotment  in  the 

4  Fedetal  Register),  to  other  States  with  respect  to  which 

5  such  a' determination  has  not  been  made,  in  proportion  to  the 

6  original  allotments  of  such  States  for  such  fiscal  year,  but 

7  with  such  projHortionate  amount  for  any  of  such  other  States 

8  being  reduced  |to  the  extent  it  exceeds  the  sum  the  Secretary 

9  estimates  sucli  State  needs  and  will  be  able  to  use  "during 

10  such  period;  and  the  total  of  such  reductions  shall  be  sim- 

11  ilarly  reallotted  an\ong^  the  ^States  whose  proportionate 

12  amounts  were  Jiot  so  reduced.  Any^fimount  so  reallotted  to 

13  a  State  for  a  fiscal  year'" shall  be, deemed  to  be  a  part  of  its 

14  nllotmeht  uMer  subsection  (a)  for  such  fiscal  year. 

15  (e)  The  Secretary  shall  admmister  grants  under  this 

16  title  in  accordance  with  policies  used  generally  to  administer 
1'^'  grants  throughout  the  Department  of  Health,  Education,  and 

18  Welfare.  \ 

V 

19  NATIONAL  C0/;N0IL  ON  SEEVIOES  AND  FAOILITIES  FOB  THB 

20  /  DEVELOPMENTALLY  DISABLED  , 

21  Seo.  303.  (a)  (1)  The  National  Advisoiy'  comica  on 
22,  Services  and  facilities  for  the  Developnientally  Disabled 
23^  'tKeremafter  referred  to  as  the  "Council"),  which  was  e^tab- 

24  lished  pursuant  to  section  133  of  the  Developmental  Dis- 

25  abilities  Servfces  and  Facilities  Construction  Act,  shall  con- 
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1  tinuc  to  exist  for  (he  period  for  which  appropriations  are 

2  authorized  under  this  Act.  The  Council  shall  consist  of 
3'  twenty  members,  not  otherwise  in  tlie  regular  full-time 

4  employ  of  the  United  States,  to  be  appointed  by  the  Secre- 

5  tary  \vithout  regard  to  the  provisions  of  title  5,  United  States 

6  Code,  goveniing  appointments  in  the  competitive  civil 

7  service. 

8  j(2)  The  Secretary  shall  from  time  to  time  designite 

9  one  of  the  members  of  the  Council  to  serve  as  Chairman 

•  I 

10  thereof. 

11  {3}  The  members  of  the  Couucil  shall  be  selected  from 

12  leaders  in  the  fields  of  service  to.  the  mentally  retarded  and 

13  otlie^  persons  with  developmental  disabilities,  includuig 
1-^  leaders  iirState  or  local  government,  in  institutions  of  higher 
15  education,  and  in  organizations  representing;  consumers  of 
IG  such  services.  At  least  five  members  shall  be-  representative 

17  of  State  or  local  public  or  nonprofit  private  agencies  rcspon- 

18  sible  for  semces  to  persons  wit}i  developmental  disabilities, 

19  and  at  least  five,  shall^  be  representative  of  the  interests  of 

20  consumers  of  sucli  services. 

21  (b)  Eadi  member  of  iht  Council  shall  hold  office  for  a 

22  term  of  four  years,  except  that  any  member  appointed  to 

23  fill  a  vacancy  oocurring  prior  to  the  expiration  of  the  term 
2i  for  which  fail  predecessor  was  appointed  shtU  tna^  appointed 
25  for  the  remainder  of  mch  term. 
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1  (c)  It  shiU  be  the  duty  and  fonctioQ  of  the  Council  to 

2  (1)  idnse  the  Secrcttry  with  respect  to  tnjr^reguUttioQS 

3  promulgated  or  proposed  to  be  promulgated  by  bim  in  the 

4  •  imj)lementation  of  this  title,  and  (2)  study  and  evaluate 

5  programs  authorized  by  this  Act  with  k  view  of  determining 

6  their  effectiveness  in  carrying  out  the  purposes  for  which 

7  ihey  were  established. 

'  8        (d)  The  Council  is  authorized  to  engage  such  technical 
0  assistance  as  may  be  required  to  cany  out  its  functions, 

10  and  the  Secretaty  shall,  in  addition,  malcc  available  to  the 

11  Council  such  secretarial,  clerical,  and  other  asiistAnce  and 

12  such  statistical  and  other  pertinent  dat4  prepared  by  or 

13  available  to  the  Department  ^of  Health,  Education,  nxii 
1^  Welfare  as  it  may  require  to  carry  out  such  functions. 

(e)  Members  of  the  Council,  while  attending  meetings 
^®  or  conferences  thereof  or  otherwise  sen*big  on  the  businesss 
of  tlie  Council,  shall  be  entitled  to  receive  compensation 
^®  at  rates  fixed  b}^  the  Secretary,  but  at  rates  not  exceeding 

19  the  daily  equivalent  of  the  rate  provided  for  GS-18  of  the 

20  General  Schedule  for  eadi  day  of  such  semce  (including 

21  travel  time),  and,  while  so  seiving  awjiy  from  their  homes 

22  or  regular  phiccs  of  biL^iness,  they  may  be  allowed  travel 

23  expenses,  including  per  diem  in  lieu  of  subsistence,  as 
2^  authorized  by  section  5703  of  title  fi,  llniled  Sl.Ucs  Cinle, 
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1  tot  penoDS  in  the  Qovemment  service  employed'  intennitr 

2  iently. 

3  STATE  PLANS 

4  Sic.  304.  (ft)  for  eaoh.  fiscal  year  m  which  a  State 
•5  makes  application^  to  participate  in  programs  under  this 
e  title  it  shal]  develop,  submit,  and  obtain  the  approval  of 
7  the  Secretary  of  an  annual  State  plan  which  is  a  spedfic 
g  goal  oriented  plan,  which  shall  include  provisions  designed 
9  to— 

jQ  (1)  reduce  and  eventually  elbimate  inappropriate 

11  institutional  placement  of  persons  with  developmental 

12  disabilities; 

13  (2)  improve  the  quality  of  care,  habilitation,  and 

14  rehabilitation  of  persons  with  developmental  disabilities 

15  for  whom  institutional  care  is  appropriate; 

16  ;  (3)  prbride  early  screening,  diagnosis,  and  eval- 

17  nation  of  developmentally  disabled  infants  and  preschool 

18  children  (including  maternal  care,»devclopmental  screen^ 

19  ,  mg,  home  care,  infant  .and  presdiool  stimulation  pn>- 

20  grams,  and  parent  counseling  and  training) ; 

21  (4)  provide  counseling,  program  coordination,  hl- 

22  low-along  services,  and  protective  services  on  }x;balf 
t 

23  of  developmentally  disabled  adults; 

24  (3)  support  the  eslabltsliment  of  comn^.unily  pro- 

25  grams  as  alternative^  [a  institutiounlization,  designed 
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1  "to  provide  sen  ices,  for  the  care  and  habilitation  of 

2  ^   persons  with  developmental  disabilities/ .which  programs 

3  utilize,  to  the  miiumun  extent  feasible,  the  resources^ 

4  .     and  personnel  in  related  ^community  programs  to  assure 

5  full  coordination  with  such  programs  and  to  assure  the 

6  ^  provision  of  appropriate  supplemental  health,  "^educa- 

7  .  •  -dohal  or  social  services  ^r  persons  with  developmental 
'  8  disabilities;  '  ,  ' 

0  (6)  ,protect  the  human  rigl;ts  of  all  persons  with 

10  ^  developmental  disabilities,  especially  those  without  fa- 
ll milial  protection;  and 

^2  (7)  provide  for  ihterdisciplinary  intervention  and 

13  training  programs  for  multihandicapped  individuals.  • 

11  Suc|h  annual  Slate  plali  shall  be  initially  submitted  witbiii- . 
15'  one  hundred  and  eighty  days  after  the  date  of  enactment 

16  of  (his  Act.  »     .  .  , 

17  (b)  la  -order  to  be  approved  by  tlie  Sccrelary  under 

18  this  section,  a  State  plan  for  jhc  provision  of  seiTices  and 
ID  facilities  for  persons  with  developmental  disabilities  shall— 

'^0  (1)  designate — 

,  '  i  (A)  a  State  planning  aild  advisory  council; 

22  which  shall  be  responsible  for  submitting  revisions 

23  of  the  State  plan  and  transmitting  suoli  reports  as 

24  .  may  be  required  by  tlic  »Sccretajy,  and  which  shall 
23  include rcprcsciitadvcs  of  eack  of  tlic  principal  State 
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ageucios  and  representatives  of  local  agencies  and 
nongovernment  organizations  arid  groups  concerned 
with  services  for  the. developmentally  disabled:  Pro- 
vxded,  That  at  least  one-third  of  the  membership  of 
such  council  shall  consist  of  representatives  of  con- 
sumers, of  such  services; 

(B)  the  State  agency  or  agencies  (except  as 
provided  Jn  cWse  (Q) )  which  3hall  adininister  and 
supervise  tlie  adiiliiiistration'of  the  State  plan,  and 


if  there  is  more  than\>ne  5ueh  agency,  the  portion 
'  of  such  plan  \schich  each^llvadminister  (or  the  por- 
tion  the  administration  of  which  each  will  super- 
'  vise) ;  and        ^,  (/^w^v^  « 

(0),  a  single  State  agency  as  the  sole  .agency 
for  administering  or  supeT\^ising  the  administration 
of  grants  for  construction,  renoration,  or  modern- 
ization under  the  State  plan; 

(2)  describe  the  (luality,  extent,  and  scope  of  serv- 
ices being  provided  or  to  be  provided  to  meet  the  goals 
specified  in  subsection  (a)  of  this  section; 

(3)  describe  (A)  the  qiialily,  exfciit^,  and  scope  of 
services  being  provided,  or  to  be  provided,  to  person's 
with  devclopmeiitiil  disa))iliti^;s  uiidei;  such  oflior  Slate 

4)laiis'for  I'edcrnlly  assisted  State  programs  as  may  be 
specified  by  tlie  Secrelaiy,  whicb  i?hall  in  any  case  in- 
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1  elude  education  for  the  handicapped,  vocational  rehff- 

2  Wlitation,  medical  assistance,  social  services,  maternal 
'3'  and  child  health,  crippled  children's  services,,  and 

4  comprehensive  health  and  mental  health  plans,  and  (B) 

5  how  funds  allotted  to  the  State  in  accordance  with  sec- 

6  tijDu  302  will  be  used  to  complement  and  augment  rather 

7  than  duplicate  or  replace  i^rvices  and  facilities  for  per- 


— -sons-with.dey.elQpjiienteJ  Jigafei^^  for 

9  Fedci-aTnssistance  under^  such  other  Stat^'programs; 

10  (4)  provide  for'  the  maximum  utilization  of  all 

11  avnilable'  community  resources  including  volunteers 

12  serving  under  the  Domestic  Volunteer  Service  Act  of 

13  1973  ($7  Stat.  394)  and  other  appropriate  voluntary 
,  1*4  orgiinizations; 

^  ,  (o)  set  forth  policies  and  procedures  for  the  expen- 

16  diture  of  funds  under  the  plan,  which,  in  the  judgment  of 

17  the  Secretary,  arc  designed  to  assure  effective  continuing 

18  State  planning,  evaluation,  and  delivery  of  services 

19  (both  public  and  private)  for  persons  with  develop- 

20  mental  disabilities;  . 

21  (())  contain  nssurnnoes  sntii?fnctory  to  llic  Scerc- 

22  tary  that  (^V)  the  funds  paid  to  tiie  Stnte  under  this 

23  title  will  1)C  used  to  make  a  significnnt  contribution 

24  toward  slicngthening.  services  for  i)ersons  widi  devel- 
opmental disabilities  in  tlie  vnrious  political  sul)divisions 
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of  'the  State  in  order  to  improve  tie  quality,  scope,  and 
extent  of  such  services;  (B)  part  of  such  funds  -may 
be  made  available  to  other  public  or  nonprofit  private 
agencieS;  institutions;  and  organizations;  (C)  such  funds 
will  be  used  to  supplement  and,  to  the  extent  practica- 
J)le,  to  increase  the  level  of  funds  that  would  otherwise 
be  made  available  for  the  ^purposes  for  which  the  Fed- 
eral funds  are  provided  and  not  to  supplant  such  non- 
federal funds;  and  (D)  there  will  be  reasonable  State 
financial  participation  in  the  cost  of  cariying  out  the 
State  plan  ;  ^ 

(7)  provide  that  services  antj  facilities  furnished 
« under  the  plan  for  persons  with  developmental  dis- 
abilities will  be  in  accordance  with  standards  prescribed 
by  regulations  of  the  Secretary  pursuant  to  this  Act; 

(8)  provide  such  methods  of  administration,  in- 
cluding methods  relating  to  the  establishment  and- 
maintenance  of  personnel  standards  and  selection  arid 
advancement  of  personnel  on  a  merit  basis,  as  are  found 
by  the  Secretary  to  be  necessary  for  the  proper  and 
efficient  operation  of  the  plan  (except  that  the  vSccrefary 
shall  exercise  no  authority  with  respect  to/the  selection, 
tenure  of  office^  and  compensation  of  any  individual 
employed  in  nooonlancc  with  such  mclliods) ; 

(9)  provide  assuranccs^  that  the  State  planning  and' 

Ci  * 
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advisory  council  is  assigned  adequate  personnel  in  order" 
to  insure  that  such  council  has  the  capacity  to  fulfill  its 
■responsibilities  in  the  areas  of  planning,  resource 
development,  and  program  evaluation; 

(10)  provide  that  the  State  planning  and  advisory 
council,  shall  periodically,  but  not  less  often  thin 
'  annually,  review  and  evaluate  the  State  plan  and  submit 
■  apprq|)riate  modifications,  to  the  Secretary  for  his 
approval; 

,  (11)  provide  that  the  State  agencies  designated 
pursuant  to  paragraph  (1)  of  this  subsection  will  make 
such  reports,  in 'such  form  and  containing  such  informa- 
tion, as  tiic  Secretary  or  the  State  planning  and  advisory 
council  may  from  timfe  to  time  reasonably  require,  and 
will  .keep  such  records  and  afford  such 'access  thereto  as 
,  the  Secretary  finds  necessarj'  to  assure  the  coiTcctncss 
aud  verification  of  such  reports; 

(12)  provide  that  special  fiiiaiikl  and  technical 
assistance  shall  be  given  to  areas  of  urban  or  rural 
poverty  in  providing  services  and  facilities  for  persons, 
with  developmental  disabilities  who  are  residents  of. 
such  areas; 

(l.T)  describe  the  methods 4o  be  used  to  assess  the 
clTcclivcncss  and  nccomplishnients  of  (lie  State  in-)ncct- 
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iiig  the  needs  of  pei-sons  with  developmental  disabilities 
in  the  State;  .-^^        ,  > 

(14)  specify  the  maximum  amount.bf,  and  the  per- 
centage of  the  State's  allotment  under  section  302  for 
any  year  which  is  to  Ve  devoted  to  construction,  renOr 
vation,  or  modernization  of  facilities,  which  percentage 
shall  be  not  more  than  10  per  centum  of  the  State!s 
allotment  or  such  lesser  percentagec.as  the  Se<jretary 
may  from  time  to  time  prescribe; 

(15)  provide  reasonable  assurance  that  adequate 
financial  support  will  be  available  to  complete  the  con- 
struction  of,  and  to  maintain  and  operate,  when  such' 
construction  is  completed,  any 'facility  the  constniction 
of  which  is  assisted  by  funds  niade  available  under  this 
title;   '  • 

(16)  if  Federal  funds  are  allotted  for  constniction, 
renovation,  or  modernization  under  this  title,  outline  a. 
program  of  construction,  renovation,  or  modernization 
of  facilities  for  the  provision  of  services  for  persons  with 
developitfental  disabilities  which — 

(A)  is  based  on  a  statewide  inventory  of  exist' 
♦ing  facilities  and  survey  of  need; 

(B)  sots  forth  the  relative  need,  diitormlncd 
,    in  accordance  wi(li  the  regulations  prescribed  by4hc 

Secretary  for  the  several  projects  included  in.  the 

4a2 
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construction,  renovation,  or  modernization  program; 
and 

(C)  assigns  priority  to  the  construction,  renova- 
tion, or  modernization  of  projects,  lo  the  extent  that 
financial  resources  available  therefor  aild  for  main- 
tenance and  operation  permit  such  priority,  in  the 
order  of  relative  need,  taking,  into  iaccount  the  re- 
quirement that  any  such  construction,  renovation, 
or  modernization  complies*  with  any  standards  pre- 
scribed pursuant  to  the  Architectural  Barriers  !kct 
of  1968;  > 
(17)  provide  for  an  opportunity  for  hearing  before 
file  State  agency  to  every  applicant  for  a^cotistructiqn, 
'  renovation,  br  modernization  project; 

^^(18)  provide  foi>such  fiscal  control  and  fund  ac- 
counting procedures  as  may  be"necessaiy  to  assure  the 
proper  disbursements  of,  and  accounting  for,  funds  paid 
to  the  State  under Jhis  title, in  accordance  with  regula- 
tions the  Secretary  shall  prescribe; 

(19)  provide  for  the  implementation  of  an  evalua- 
tion system  compatible  with  the  system  developed  under 
section  309,  of  this  Act  by  October  1,  1977; 

(20)  provide,  to  the  maximum  extent  feasible,  an 
opportunity  for  prior  review  .and  comment  by  tlie  State 
planning  and  advisory  council  of  all  State^lans  in  the 
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1        State  which  relate  to  programs  affecting  persons  with 
^  2        developmental  disabilities; 
,3  (21)  provide  that  personnel  assigned  to  the  State 

4y      plannmg  and  advisory  council  shall  be  solely,  responsible 

5  to  such  council; 

6  (22)  provide  that  all  relevant  information  cojncem- 

7  ing  any  programs  which  may  affect  persons  with  devel- 

8  ppmental  disabilities  shall  be  made  available-by  projects 

9  and  State  agencies  to  the  State  planning  council;  and 

10  (23)  contain  such  additional  information  and  assure 

11  ances  as  the  Secretary  may  determine  to  be  necessary 
^12        to  carry  out  the  provisions  and  purpose  of  this  part.  :  ' 

13        (c)  The  Secretary  shall  approve  any  State  plan  and  any:. 
1^  modification  ;pereof  which  complies  with  the  provisions  ;of 
^subsection"  (b)  of  this  section.  The  Secretary  shall  not 
16  disapprove  a  State  plan  unless  he  has  provided  reasonable 
notice  and  opportunity  for  a  hearing  to  the  State. 

IS  WITHOLDING  OF  PAYMBNTS 

19  Sec.  305.  (a)  Whenever  ,the  Secretary,  after  reason- 

20  able  notice  and  .opportunity  for  hearinjj  to  a  State  planning ' 

21  and  advisdry  council  and  a  S^te  agency  or  agencies  design 

22  nated  pursuant  to' section  304(b)  (1)  finds^ 

'23  (1)  that  anylsuch  State  agency  or  agencies  are  hot 

24        complying  with  the  provisions  required  by  section  304 
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1  (b)  to  be  included  in  the  State  .plan,  or  with  regulations 

2  '  pf^the  Secretary^ 

3  (2)  that  any  requirement  set  forth  in  an  applica- 
4'       tion  submitted  under  section  304  and  approved  by  the 

5  Secretary  is  not  being  or  cannot  be  carried  out  with 

6  respect  to  the  project  for  which  such  application  was 

7  submitted;  or 

8  (3)  that  adequate  funds  are  not  being  provided  an- 

9  nually  for  the  direct  E4ministration  of  the  State  plan, 

10  the  Secretary  may  forthwith  notify  such  State  council  and 

11  State  agency  or  agencies  that  no  further  payments  will  be 

12  made  from  ^lotments  under  this  title  for  any  project  or 

13  projects  designated  by  the  Secretary  as  being  aSected  i;^y^ 

14  the.  action  or  inaction  referred  to  in  paragraph  (1)  ,  (2), 
1^  or  (3)  of  this  subsection  as  the  Secretary  may  determine 

L        16         approprifite  under  the  chrcumstances. 

^  \    (b)  Whenev.er  the  State  planning  and  advisory  council 
1^  finds  that  a  State  agency  .administering  funds  pursuant  to  the 
implementation  design  is  failing  to  comply  with  such  design, 
the  State  planning  and  advisory  council  shall  notify  the  Gov- 
ernor  and  the  Secretary,  who  may  provide  notice^,  conduct  a 

22  hearing,  and  withhold  payments  pursuant  to  subsection  (a)* 

23  ^  of  this  section. 


ERIC  /^m 


401  ■ 

1  PATMKNTS  TO  TB[B  STATES  FOB  PLANNINQ, 

J 

2  ADMINXSTRATIOSr  AND  SBEVICES 

3.       Sec.  306.  Prom  each  State's  allotment  for  a  fiscal  year 

4  under  section  302,  the  State  shall  be  paid.the  Federal  Share 

5  of  its  expenditures  incurred  during  such  y§ar  imder  its  State 

6  plan  approved  under  this  title,  SucE  paynoents  shall  be  made/ 

7  from  time  to  time  in  advanc^  on  thejbasis  of  estimates  by 

8  the  Secretary  of  the  sums 'die  State  will  expend  under  the 
^  State  plan,  except  that  such  adjustments  as  may  Ue  neces-. 

•  10  sary  shall  be  made  on  account  of  previously  made  under- 

11  payments  or  overpayments  under  this  section. 

12  BEGUIiATIONS 

13,  Seo.  307.  (a)  The  .Secretary  sbaU  prescribe .  genewd 
14  regulations  applicable  to  all  .the  States  to  carry  but  the.  pur- 
15^  poses  of  this  title.  _  ^  ,       ^  . 

16  (b)  (1)  Regulations  promulgated, by  the  Secretary  may 

17  be  waived  upon  approval  o£  an  application  submitted  by  a 

18  State  for, a  project  to  be  completed  by  two  or  more  polit- 

19  ical  subdivisions  or  ^)ublic  or  nonprofit  private  agencies,  or 

20  ^by  a  comWnation  thereof,  which  is  consistent  with  applicable 

21  law  and  regulations  promulgated  by  the;;Secretary  for  such 

22  *^urgoses  to  provide  services  to  persons  with  developmental 

23  disabiKties'^by^combining  funds  received  from  other  Federal, 

24  State,  or  local  prografes-tojhe  extent  that  suet  regulations 

25  would  without  such  waiver  im^e  .the  implementation  of 
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1  such*  project.  Such  waiyers  shall  be  renewed  annually  by 

2  the  Secretary  and  issued  on  a  case-by-case  basis  and  for 

3  a  spedfied- period  of  time,  but  in  no  case  longer  than  t]iirty- 

4  six  months.  Eenewal  of  such  waivei-s  may  lie  granted  only 
.5  after  a  full  evaluation  of  the  impact  of  such  waiyei-s  by  the 

6  Secretary.  " 

7  '  (2)  The  Secretary  shall  publish  in  the  Federal  Register 
.  8  the  fact  that  an  application  for  waiver  under  paragraph  (1) 
j)  has  been  submitted  by  a  State,  and  he  shall  not  approve 

10  or  disapprpve  such  application  for  a  period  of  not- less 

11  than  sixty  nor  more  than  ninety  days  after^the  da^te  of  such 

12  publication. 

IB  NONDUPMCATION 

14"*"     Sec.  308.  (a)  lii  determining  the  amount -of  any  pay- 

15  ment  for  the  constniction,  renovation,  or  modernization  of 

16  any  facility  under  a  State  plan  approved  under  this  title, 

17  there  shall  be  disregarded  (1)  any  portion  of  the  costs  of 

18  such  construction,  renovation,  or  modernization  which  are 
19.  financed  by  Federal  funds  provided  under  any  provision- 
20  of  law  other  than  this  title,  (2)  the  amount  of  any  non- 
21  Federal  funds  provided  under  any  provision  of  law  other 
22  than  this  title,  and  (3)  the  amount  of  any  non-Federal 
23 .  funds  required  to  be  expended  as  a  condition  of  receipt  of 
24  :  such  Federal  funds. 

55,        (b)  la  determining  the  amount  of  any  State's  f'ed- 

4;;07 
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1  cral  share  of  expenditures  for  planning,  adnunistration,  and 

2  .services  incurred  by  it  under  a. State  plan  approved  under 
o   this  title,  therq  shalKbe  disregarded  (1)  any  portion  of 

4  siidli  expenditures  which  are  financed  by  Federal  funds 

5  provided  under  any  provision  of  law  other  than  this  title, 
(J  and  (2)  the  amount  of  any  non-Federal  funds  required  to 

7  be  expended  as  a  condition  of  receipt  of  such  Federal  funds. 

8  KVALUATION  OF  DEVELOPMENTAL  DISABILITIES  ^  SERVICES 

9  Sec.  309.  (a)  (1)  The  Secretniy,  in  consultation  with 

10  the\National  Council,  shall,  by  Febmary  »1,  1977,  develop 

11  (A)  a  design  of  a  comprehensive  syjf tern  for  the  evaluation  of 

12  services  provided  to  individuals  with  developmental  disabili- 

13  ties  and  (B)  a  time-phased  plan  for  the  implementation  by 

14  the.  States  of  such  system  which  will  specify  a  minimal 

15  ,  evaluation  system  to  be  implemented  by  all  States  by  Oc- 
IC  tober  1,  1977,  and  which  will  further  specify  phases  of 
17'  development  leading  to  the  establishment  in  each  State 
18  of.  such  comprehensive  evaluation  system.  The  comprehen- 

.  19  sive  system  shall  provide  guidelines  and  alteniative  methods 

20  for  the  development  of  State  evaluation  systems  for  fed- 

21  erally  supported  services  dehvered  within  each  litate  to 

22  individuals  with  developmental  disabilities. 

23  (2)  Not  later,  than  February  1^  1977,  the  Secretary 

24  shall  submit  to  the  Congress  a  report  on  the  evaluation 

25  system  design  developed  pursuant  to  paragraph  (1).  Such 
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1  ivport  sliali  include  an  cstininte  of  th(j  n)§ts  io  tlie  JFedcral 

2  Governincut  and  the  States  of  developing  and  implementing 
[\  such  system;  .... 

4  \     (bj  The  Secretary,  in  considtation  with  the  National 

5  Council,  jnay  make  grants  to,  and  enter  into  contracts  with, 

6  public  or  private  organizations  or  individuals  to  conduct 

7  feasibility  studies  to  assist  in.  develophig  the  evaluation  sys- 

8  t  em  required  under  subsection  (a). 

9  GRAFTS  yon  SrECLVL  PROJECTS  VOll  SEKVICKS  TO  I'KUSOXS 

10  "  WITH  DEVEU)PMEXTAL  DISAlJILlTIKS 

11  Sec.  310.  (a)  For  the  purpose  of  making  grant^.undcr 

12  this  section  for  special  projects  and'denionstrations  (and 

13  research  and  evaluation  connected  therewith),  there  are  au- 
1-t  thorized  to  be  appropriated  $18,500,000  for  the  fiscal  year. 
10  ending  June  30,  1975,  and  for  each  of  the  two  succeeding 
16  fiscal  years.  ^            .  _ 

.  C^M'i)  The  Secretary,  after  consultation  with  the  Na- 
18  tional  Council,  shall  make  grants  to  States  and  public  or  non- 
19  profit  agencies  and  orgimizations  to  pay  part  or  all  of  the  cost 

20  of  special  projects  and .  demonstrations  (and  research  and 

21  evalutttian  in  connection  therewitli)  for  (A)  establishing 

22  piCBKs  which  hold  promise  of  expanding  or  otherwise 

23  improving  services  to. persons  witli  .developraentiil  disabilities. 

24  (especially  those  who  are  disadvantaged  or  multihandi-! 
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1   capped),  and  (B)  for  carrying  out  projects  of  special  na- 
2^  tional  significance  including,  but  not  limited  to — 
3  (i)  demonstration  projects  for  integrating  service; 


4  for  the  developmentally  disabled  population,  * 

5  (ii)  demonstration  projects  to  coordinate  and  utilize 

6  all  available  community  resources, 

7  (iii)  projects  designed  to  improve  tlie  administra-. 

8  tion  of,  and  the  quality  of  care  provided  under,  programs 
*        9  for  individuals  with  developmental  disabilifies,  and 

10  ^           (iy)  projects  to  demonstrate  new  or  improved  tech- 

^       11  niques  for  the  provision  of  services  for  such  individuals. 

12  (2)  From  the  amount  apprdpriated  pursuant  to  sub- 

13  section  (a) ,  the  Secretary  may  resen^e  30  per  centum  there- 
^...•'<*  14'  of  ior  the  purpose  of  makjng  grants  for  projects  described 

15  in  subsection  (b)  (1)  (B)* 

IG  (3)  Grants  vbiier  this^section  may*  be  used  to  support 

17  only  the  initial  three  years  of  any  project  or  demonstration. 

18  (c)  A  copy  oi  each  application  for  a  grant  under  this 
.     «      19  section  shall  be  submitted*  by  the  applicant  to  the  appro- 

20  priate  State  planning  and  advisory  council  simultaneously 
,  9  21  with  submission  to  the  Secretary.  The  Secretary  shall  not 

,   22  approve  such  an  application  until  the  State  planning  and 

23  advisory  council  has  had  an.  opportunity,  for  a  period  of 

21  at  least  thirty  days,  to  review  and  make  comments  on  the 
25  application  to  the  Secretary,- 

i;  ■  •      ■           '  - 
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1  ^  (d)  Projects,  or  a  component  of  any,  project  funded 
■  2;,.under  this  section,  shall  not  be  eligible  for  funding  under 

3  section  304  ofc;;  the  Eehabilitation  Act  of  1973  or  section 

4  303  (a)  (2)  of  the  Public  Health  Service  Act. 

5  .  BBPEAL  * 

6  c    Sec.  311.  Effective  ninety  days  after,  the  enactment 

7  of  this  Act,  parts  B  and  C  of  the  Developmental'  Disabili- 
3  ties  Serviceijind  Zacilities  Construction  Act  are  'repealed^ 
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mth  congress  1  m/  'W\     m  ^j^^ 

•*^-»"  H.R.4005 


INjTHE  SENATE  OF  THE  UNITED  STATES 

Amul  14,1975 

Read  twice  and  referred  to  the  Committee  on  Labor  and.  Public  Welfare 


AN  ACT 

To  amend  the  Developmental  Disabilities  Servicearand  Facilities 
'  Construction  Act  to  revise  and  extend  the  programs  author- 
ized by  that  Act 

1        Be.  it  eriackd  hy  the  Senate  and  House  of  Represenla- 

2^ 'lives  of  the  United  States  of  America  in  Congress  assembled, 

3  SHORT  TITLE 

4  ^Suction  1.  This  Act  may  be  cited  as  the  "Develop- 

5  nionlal  DiKabilities  Amendijients  of  1975". 

6  IvXTEXSrON  OP  KXISTINO  AUTIIORITtBS  THROUOir  PISCAL 

7  YEAR- 1975 

8  Sec-  2,  (a)  Sections  122(b)  and  131  of  the  Develop- 
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'    '  '  •         --2       '  j:^- 

^    1  mental  Disabilities  Services  and  Facilities  Constraction  Act 
,  2    (hereinafter  in  this*  Act  referred  to  as  the  "Act*')  ar«  each 
amended  by  striking  out  "for  the  fiscal  year  ending  June  30, 
'  4    1974"  and  inserting  in  lieu  thereof  "each  for  the  fiscal  years 

5  endingjune30,1974,aud  June  30, 1975"; 

6  >     (^b)  Section  137(b)  (1)  of  the  Act  is  amended  by 

striking  out  "and  Juac  30,J974"  and  inserting  in  lieu  there- 
'  S  of ",  June  30, 1974,  and  June  30, 1975'*. 

^    EXTENSION  OF  DEMONSTRATION  A>?D  TRAINING  GRANTS 

10  '  Sec.  3.  (a)  Section  122  (b)  of  the  Act  (as  amended  by 

11  section^7'"'ST5reird'^by^fa^^ 
 1^  and  by  inserting^  after  "1975",  the  following:  ";  $12,000,- 

13  boo  for  fiscal  year  1976;  and- $15,000,000  for  fiscal  year 

14  1977^ 

15  (b)  Section  124  oi  the  Act  is  amended  to  read  as 

16  follows: 

17'  ,  '  "payments 

18/^      "Sec.  124.  Payments  of  grants  under  section  122  shall 
-  ^         19  be  made,  in  advance  or  by  way  of  reimbursement,  and  on 

20  such  conditions,  as  the  Secretary  may  determine.*'. 

21  SPECIAL  PROJECT  GRANTS 

,  22        Sbc.'4.  Section  130  of  the  Act  is  amended  to^read  as 

23  follows: 

24  "special  PROJECT  GRANTS 

'   '         25        "Sbo.  130,  (a)  The  Secretary  may  make  ijrants  to 
26  public  or  nonprofit  private  entities  for— • 

.  413? 
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«  " 

1  "(1)  demonstration  projects  for  the  provision  of 

'2  ser>^ices  to  persons  with  developmental  disabilides  who 

3  '    are  also  disadvantaged  because  of  their  economic  status 

4  or  the  location  of  theh:  residences, 

5  (2)  technical  assistance  relating  to  services  and 

6  facilities  for  persons  with  developmental  disabilities^ 
includfing  assistance  in  State  and  local  plannmg  or 

8  administration  respectir^j?  such  services  and  facilities.- 

^  "  (3)  training  of  specialized  personnel  needed  for 

.10  the  provisioh  of  services  for  persons  with  developmental 

li  disabilities  or  for  research  directly  related  to  such 

12'  traming,    '  -  \ 

13  "  (4) ,  developing  or  demonstrating-  new  or  improved 

14  techniques  for  the  provision  of  services  to  i||tsons  with 

15  developmental  disabilities^ 

16  .  '^(5)  gathering  and  disseminating  information  re* 

17  la  ting  to  developmental  disabilitieSr 

18  "  (6)  coordinating,  integrating,  and  using  all  avail- 

19  able  community  resources  for  services  to  persons  with- 

20  developmental  disabilities^  and 

21  *'(7)  improving  the  administration  of,  and  the' 

22  quality  of  services  provided,  in,  programs  for  such 

23  "  persons. 

24  "(b)  No  grant  may  be  made  under  subsection  (a)  unless 

25  an  application  therefor  has  been  submitted  to,  and  approved 

26  by,  the  Secretary.  Such  ajyjjlcation  shall  be  in  such  form, 
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1  fubmiUed  in  auch  manner,  and  contain  such  infonnaUon,  as 

2  die  Secretary  shall  by  regulation  prescribe.^  The  Secretary 

3  may  not  approve  such  an  application  unless  the  State  in 

4  which  the  applicant's  project  will  be  conducted  has  a  State 

5  plan  approved  under  section  134. 

6  "(c)  The  amount  of  any  grant  under  subsection  (n), 
-    7  shall  be  determined  by  the  Secretary;,  and  payments  under 

8  such  grants  may  be  made  in  advance  or  by  way  of  reimburse- 

9  ment,  and  at  such  intervals  and  on  >  such  conditions,  as  the, 

10  Secretary  finds  necessary.  In  dctermininff  tha  amount  of  any 

11  grant  under  subsection  (a)  for  the  costs  of  any  project 

12  there  shall  be  excluded  frdtri  suoli  costs  an^amount  equal  to 

13  (lie  sum  of  (I)  the  amount  of  any  ^er  Federal  grant 

14  wliich  the  applicant  has  obtained,  or  is  assured  of  obtaining, 

15  with  respect  to  such  project^*  and  (2)  the  amount  of/^ny 

16  non-Fcderal  funds  required  to  be  expcnd^a\as  a  ^widition 
If  of  such  other  Federal  grant. 
18'       "(d)  For  the  purpose  of  making  payments  under 

19  grants  under  subsection  (a),  there  are  autl)bri;!ed  to  be 

20  appropriated  |15,()00,0()&  for  fiscal  year  1976  and  $15,- 
000,000  for  fisi^l  year  1977.  Of  .the  ft^ds  appropriated 

22  under  lliis  subsection  for  any  siich  fis<iil  year,  not  less  than  30 

23  per  centuni^  of  such  funds  slmll  he  used  for  projecfs  of  na- 

24  ,ti^nal  significance,  as  detonnincd  by  the  Secretary. 

25  (e)  No  funds  appropriated  under  the  Public  Health 
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1'  i^cryi^e  Act  or  under  this  Act  (other  than  under  subsection' 

I  2  (d)  of  'tMs-s<K^ion)  may  be  used  to  make  gmuts  under 

^^^3  subsection  {a)  ?^\^  -                      .  « 

4  V-  STATE  Aiil-OTMBNTS 

5  SEC..5.  (a)  Seclioij  i:31_oUhe  Act  is  amended  to  read 
?rTS  follows:    "    .  ^  i  * 

7  ''At/THOmZATIOX^OF-^^PPKOPW^^^ 

8  ''Sec.  13L  For  allotments  under  section  132,  there 

9  are  authorized-to^be^apuropriated  $40,000,000  for  fiscal  year 

10  1976  and J50,000,000  for  fiscal  year  1977." 

11  .   (b)  Subsection  (a)  of  section  132  of  tlie  Act  is  amended 

12  to  read  as  follows: 

l:i  "(a)^)  (A) 'In  each  fiscal  year,  the  Secretary  shall, 

14  in  uieprdance  with  regulations  and  subparagraph  (B)  of 

15  this  pani^raplC^ailot  the  sums  appropriated  for  such  year 

16  under  section  131  among  the  States  on  the  basis  of— 

17  .   ^,  "(0  the  population, 

18  ''(ii)  tlie  extent  of  need  for  services  and  facilities 
10  for  persons  with  developmental  disabilities,  and 

20  ^'(  "0  the  financial  need, 

21  of  the  respective  States.  Sums  allotted  to  the  States  under- 

22  this  sectiim  shall  be  used  in  accordaucq,  with  approved  State 

23  plans  under  section  134  for  the -provision  under  such  plans 

24  <jf  services. and  facilities  for  perscms  wUh  developmental  dis- 

25  abilitXcSr'''^ 
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1  "(B)  The  .allotment  of  the  Virgin  Islands,  American 

2  Samoa,  Guam,  and  the  Trust  Territory  of  the  Pacific  Islands 

3  under  subparagraph  (A)  of  this  paragraph  in  any  fiscal  year 

4  shall  not  be  less  than  §50,000.  Tlie  allotmei\t  of  each  other 

5  State  in  any 'fiscal  year  shall  not  he  less  than  $100,000. 

6  .     "(2)  In  determining,  for  purposes  of  paragraph  (1) 

7  (A)  (ii),  the  extent  of  need  in  any  State  for  services  and 

8  facilities  for  persons  with  developmental  disabilities,  the 
,  9  Secretary  shall  take  into  account  the  scope  and  extent  of 
lir^tlie  serviccr^ecified,  pursuant  to  section  134(b)  (5),  in 
,  11   the  State  plan  of  such  State  approved  under  section  134. 

12  "(3)  Sums  allotted  to  a  State  in  a  fiscal  year  and.des- 

13  ignated  by  ifc  for  constniction^and  remaining  unobligated,  at 

14  the  end  of  such  year  shall  remain  available  to  such.  State 

15  for  such  purpose  in  the  next  fiscal  year  (and  in  such  year 

16  only),  in  additio^^;^to_^e  sums  allotted  to  such  State  in 
IT   such  next  fiscal  year;  except  that  if  the  maximum  amount 

18  which  may  be  specified  for  construction  (pursuant  to'  sec- 

19  tion  134(b)  (15).)  for  a  year  plus  any  part  of  the  amount  so 

20  specified  pursuant  to  such  section  for  the  preceding  fiscal  year 

21  and  remaining  unobligated  at  the  end  of  such  fiscal  year  is 
-2^r  npt  sufficient^  pay  the  Federal  share  of  the  cost  of  constnic- 

23 ,  tion  of  a  spedfic  facility  included  in  the  construction  program 
24  of  the  State  developed  pursuant  to  section  134  (b)  (13) ,  the 
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,1  amount  specified  pursuant  to  section  134(b)  (15)  for  such  ) 

2  preceding  year  shall  remain  available  for  a  second  additional 

3'  year  for  the  purpose  of  paving  the  Federal  share  ol  the  cost 

'4  of  cons^ction  of  such;facility. 

5  ''  (4)  Of  the  amount  allotted  to  any  State  under  para- 

6  graph  (1)  for  fiscal  year  1976;  not  less  than  10  per  centum 

7  of  that  allotment  shall  be  used  by  such  State,  in  accordance 

8  with  the  plan  submitted  pursuant  .to  section  134  (b)  (20) , 

9  for  the  purpose  of  assisting  it  In  dev^^opjng  nrxA  implflmftnt- 

10  ing  plans  designed  to  eliminate  inappropriate  placement  in ' 

11  institutions  of,  persons  with  developmental  disabilldes;  and  of 

12  the  amount  allotted  to  any  State  under  paragraph  (1)  for 

13  each  succeeding  fiscal  year,  not  less  than  30  per  centum  of 

14  that  allotment  shall  be  used  by  such  State  for  such  purpose/' 
1^  ,     (c)  Section  132  (e)  of  the  Act  is  repealed. 

16  (d)  (1)  Subsection  (b).  of  section  132  of  the  Act  is 

17  amended  by  striking  out  "this  part**  each  Tplace  it  occun 

18  and  inserting  in  lieu  thereof  "the  State  plan'** 

19  (2)  Section  134(b)  (4)  of  the  Act  is  amended  by 

20  striking  out  ."under  this  part"  and  mserting  in  lieu  thereof 

21  'funder  section  132'*. 

22  (3)  Action  138  of  the  Act  is  amended  by  strikmg  out 

23  "under  this  part"  each^lace  it  occurs  and. mserting  in  lieu 

24  thereof  "under  section  132". 


'  J     ■     '  •       '       ■     .    .  • 
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1  CONOTBUCTIW  PIOJIC^ 

2  '    Skc.  6.  »  Sectious  135  and  136, of  the  Act  are  re- 

3  pealed. 

4         (b)  Section  134(b)  of  the  Act  is  amended  by  striking 

5  out  ''and"  after  the  seroicoloti^at  the  end  o/  paragraph  (I7.)'i 
•  6  by  redesignating  paragraph  (18)  ai  paragraph  (21)  ,  and 
-7  by  inserting  the  following  new  paragmplis  after 'paragraph 

9  ^'(18)  provide  reasonable  assurance  that  adequate 

10  ^   financial  support  will  be  available  to  complete  the  con- 

^11  struction  of,  and  to  maintain  and  operate  when  such  con- 

12  struction  is  completed,  any  facility,  the  construction  of 

13\  ^     which  is  assisted  with  sums  allotted  under  scoUou  132: 

14  \  ''(19)  provide  reasonable  assurance  that  all  lalK)r- 

15  \  crs  and  meehauics  employed  by  contractors  or  Hubcon- 
16"  \    tractors  in  (he  performance  of  Worie  on  any  construction 

17  ,  project  assisted  with  sums  allotted  .under  section  132  will 

18  \  be  paid  at  rates  not  less  than  those  prevailing  on  ifiniilar 

19  poustruetion  in  the  locality  ai  determined  by  the  Sec- 

20  ^tary  of  Labor  in  accordance  with  the  Act  of  March  3, 

21  ^31  (4aU.S.O.  276a— 276a-5,  known  as  the  Davis- 

22  Bacon  Act) ;  and  the  Secretary  of  Labor  shall  Lave  with 

23  respect  to  the  labor  standards  specified  in  this  para* 

24  ^gfftph  tlic  aulhority  and  functions  set  forth  in  Ilcorgani- 

25  ^     wtinii^Phu  Ninnbcrod  14  of  1950  (15  F.Il.  3170;  5 

\  '  ' 


I 


1'  '  U;S.Gi  App<i)adix)-And  lection  2  of  the  Act^7rane-13»_ 

2  1934  (40  ti.S.0. 276c); 

3  (20)  contein  t  plim  desighed  to  elimiimte  intp-' 

4  propriato  placement  in  institutions  of  pertoni  with  de- 

5  ,  vclopmental  Jisnbilities,  ond  to  improve  tlio  qnality^of 
6'  care  and  the  state,  of  surroundings  of  persons  for  whom 

,  .7  institutional  care  is  appropriate  ;.nnd".^  \  : 

8  (c)  yiie  headings  of  sectioiw  137  and  138  of  the  Act 
-„.^JiLJ^  gflch  amended  by  inserting  '^OONSTRUCTlON^^^te 

10    "PLANNIKO/'.  , 

.  11        (d)  (1)  Section  137  of  the  Act  is  amended.  (A)  hy 

12  striking  out  in  subsection  (a).(l)     other  tban.expenditutel 

13  for  constmcticn/';  and  (B)  by.  amending  subsection*  (b)[ 

14  to  read  as  follows:  \    \  .... 

■  *  X  ^ 

19  (6)  For  purposes  of  subsection  (a) ,  the  Federal  ihsii 

16  with  reijpect  to  any  Strtto  for  fiscal  year  1876  .and.  for  the 

17  next  fiscal  year  shall  be  75  per  centum  of  the  expenditures. 

18  incurred  by  the  State  during  such  year  ^nder  its  State: 

19  pkn  approve<1  nnder  section  L')4." 

20  (2)  Section  401  (h)  of  the  Mental  Retardation  Facili* 

21  ^ties  and  Community  Mental  JTcftlth  Centers  ConstructioB 
\22  Act  of  19C3  is  amended— 

23   '  .       (A)  by  striking  out  ''part  C  of  title  I  or"  in  par»* 
graph  (1);  \    •  ^ 
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1  (B)  by  striking  out  "  (A)  for  any  project  under 

2  .  p&rt  C  of  title  I  may  ^ot  exceed  66f  per  centum  of  the 

3  oMts  of  oonstniction  of  such  project;  and  (B)[[  in 

4  pjuragraph  (2) ;  and 

:5  (C)  by  striking  out  ''part  C  of  title  Ijor  under" 

6        in  paragraph  (3). 
'  7        (e)  Section  140  of  the  Act  is  amended  to  read  jbls 

8  foDowi: 

*  "nonduplioation 

10  ^'Ssc.  140.  In  detennining  the  amount  of  any  State's 

11  Federal  share  of  the  expenditures  incurred  by  it  under  a 

13  State  plan  approved  under  section  134,  there  shall  be  dia- 
ls regarded  (1)  any  portion  of  such  expenditures  which  are 

14  finaaced^  by  Federal  funds  provided  under  any  provision  of 

15  law  other  than  section  132^  and  (2)  the  amount  of  any  non- 
1^  Federal  funds  required  to  be  expended  as 'a  condition  of  re- 

17  ctipt  of  such  Federal  funds." 

18  GBKKBAIi  PBOVISIOKS  AND  CONFOBICIl^G  AHBKDICBKTS 

19  Bmo.  7.  (a)  Section  134  of  Uie  Act  is  amended  by 
30  addmg  at  the  end  the  following  new  subsection: 

21  "  (d)  For  purposes  of  any  determination  by  the  Secre* 

22  tary  for  purposes  of  subsection  (b)  (11)  as  to  vhether  any 

23  urban  or  rural  area  is  a  poverty  area,  the  Secretary  may  not 

24  determine  that  an  area^ia  (in  urban  or  rural  poverty  area 

25  oiOeia-J 
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I  "  ( 1)  such  area  contains  one  or  more  subareas  which 

2'       are  characterized  ts  subareas  o!  .poverty; 

3  ^'(2)  the  population  of  such  subarea  .or^'^bareas 

4  ccmstitutes  a  substantial  portion  of  the  population-  of 

5  such  rural  or  urban  area;  and 

^  6-    '     '    (3)  the  project,  facility,  or  activity,  in  connection 
7       with-which  such  determination  is  made, 'does,  or*  (when 
g        completed  or  put  into  operation)  willj  serve  the  needs 
*  9-*— --of-tte^rcsidents^of^ch^  -  - 

IQ  (b)  PfcTt  0  of  the  Act  b  amended  by  adding  after  seo- 
11'  tion  1^0  the  following  new  section :  ^ 

12  "^rc  '  "bbcovbbt 

13  "Sbc.  141.  If  any  facility  with  respect  to  which  funds 

14  have  been  paid  under  section  132  shall,  at  any  time  within 

15  twenty  years  after  the  completian  of  construction— 

16  .  \    "  (1)  be  sold  or  l£ransferred*to  any  person,-  agency," 

17  or  organization  (A)  which  is  not  a  public  or  nonprofit 

18  private  entity,  or  (B)  which  is  not  approved  as  a  trahi- 

19  feree  by  the  State  Agency  desi^ated  pursuant  to  section 

20  134  or  its  successor;  or 

21  "  (2)  cease  to  be  a  public  or  other  nonprofit  facility 

22  for  the  mentally  retarded' or  persons  wiUi  other  develop- 
23.       mental  disabilities,  unless  tiic  Secretary  determines,* in 

24  accordance  witii  regulations,  that  t^ere  is  good  cause  for 

25  releasing  the  applicant  or  other  owner  from  the  obligv 
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1  tioa  id  ocistinoe  miek  kcilhy  as  public  or  other  non- 
"  2       profit  facili^  for  thejnentiJIy  retarded  or  penons  wltik 

3  odier  derelopiiiental  diiabiKtiei, 

4  the  .  United  Btatea  thall  Ixb  entitled  to  recover  from  either  the 
^  5  tmniferor  or  the  transferee  (or,  iu  the  cue  of  a  facility: 

6  ^ich  has  ceased  to  be  a  public  or  o&er  nonprofit  facility 

7  for  the  mentally  retarded  or  persons  with  other  a.»^elop- 

8  ment^  disabili^cs,  frpm  the  owners  thereof)  an  amount 

9  >  bearing  die  same  raao  to  the  th^n  value  (u  deteimined  by 
-10  ihe  agreement  of  the  parties  or  by  ^action  brought  in  the 

11  district  court  of  the  United  States  for  the  district  m  which 

12  the  facility  is  situated)  of  so  much  of  such  facility  u  oon- 

13  stituted  an  approved  project  or  projects,  as  the  amount  of 
li  the  Federal  participation  bore  to  the  cost  of  .Uie  construction 

15  d  such  project  or  projects.  Such  right  of  recovery  shall  not 

16  constitute  a  lien  upon  such^  facility  prior  to  judgment'' 
17/  '    (c)  { 1 )  Fart  A  of  the.  Act  is  amended  to  read  as  follows : 
,18  .   "Pabt  A— ^junsAL  pBoyntioKB 

19  .  ,  "DimrqcNB  ^ 

20  "Sbo.  101.  For  purposes-of  this  title: 

21  "(1)  The  term  'State'  uidudcs  Puerto  Rico,  Guam, 
.22  American  fiainoa^  the  Virgin  Islands,  the  Trust  Territory  of 

28  the  Pacific  Islands,  and  the  District  of  Coluiiibia. 

24r       "  (2)  The  term/fadlity  for  persons  ^Ith  developmental 

29  disabiUties'.m^  9^:^^  ^^^^  portion  d  a  facil- 


^  1  itjj,  designed  primarily  for. the  delivery  of  one  or  more  serv-. 

2  ices  to  persons  wit^one  or  more  develophiental  disabilities. 

3  "  (3)  The.  fenny  'nonprofit  facility  for  j^rsons  with  de- 
\  '  4  yelopmental  disabilities'  and  'nonprofit  private  institution  of 

5  higher  learning'  mean,  respectively,  a  facility  for  epersons 

.6  with  developmental  disabilities  and  an  institution  of  higher 

7  jleariiiir^  which  are  owned  and  operated  by  one  or  more  nnn- 

8  profit  corporations  or/.associations  no  part' of  the  net  earnings 
— 9-~of-whidli"inure&,^  or  mj>yJawfuHyJnure,, to  fee  benefit  of  any 

10  private  shareholder  or  individual;  and  the  term  'nonprofit 
11 private  agency  or*  organization'  means  an  agency  or  orga- 

12  nization  which  is  such  a  corporation  or  asspdation  or  which 

13  is  owned  and  operated  by  one  or  more  of  such  coVporations 

14  or.asfOciaUoni. 

15  "(4)  The  term  'construction'  includes  construction  of 

16  new  buildings,  acquisition;  expansion,  remodeling,  and  alter* 

17  ation  of  existing  buildings,  and  initial  equipment  of  any  such 

18  buildings  (including  medical  transiK)rtation  facilities) ;  in- 

19  eluding  architect's  fet^,  but  excludmg  the  cost  of  offsite  im- 

20  proveuieuts  and  the  eofjt  of  tlte  acquisition  of  laud. 

21  "  (5)  The  term  'cost  of  construction'  meaiis  the  amount. 
22'  found  by  the  Secretary  to  be  necessary  for  the  construction  of 

"23  a  project.             ^  ' 

24  "(C)  TJic  (cnn  'title',  when  used  with  reference  to  a 

25.  site  for  a  project,  means^a  fee  simple^  or  such  oUier  estate  or 
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•  1  'mterejt  (incluaing  a  leasehold  on  wWcH  the  rental  does  not 
;    2'  exceed  4  per  centum  of  the  value  of, the  land)  as  the^ 
3  :|ecretaiy  finds  sufficient  to  assure  for  a  period  of  not  less 
•  4  than  fiffjr  years  undisturbed  use  and  poss^ion  for  the  pur-, 
.5- P<>««..ofconsfrucaonandop^^  ,  \ 

..-  :fil^J':(l)_The.teimJdevelopmental  dm^  »  dig. 

7-^ibaily  attributable  to  nientail  retardation,  cerebral  palsy,.. 
s/^epUepsy,  autism,  dyslexia,  or  a  ne'u^logical  condition  of  ao 
V' individual  found  by  the  Secretary  to  be  closely  related  to; 
^  ,iO  mental  retardation  or  to  require  treatment  similar  to  that 

11  "quired'for  mentally  retarded  individuals,",  which 

12  originates -toe  such  individual  attains  age  eighteen,  which 

13  has  continued  or  can  be  expected^to  continue  indefinitely,  and 

14  which  constitutes  a  substantial"  handicap  to  such  individual. 
^5        "(8)  The  term 'services  for  persona  with  developmental 

16  Pliabilities'  means  specUlized  services  or  special  adaptations 

17  of  generic  services  directed  toward  the  alleviation  of  a  devel-  ° 

18  opmental  diaibiiity  or  toward  the  social,  peiBonal,  physical, 

19  or  economic  habilitation  or  rehabilitation  of  an  individual 

20  with  such  a  disAbUity;  and  such  term  includes  diagnosis, 

21  evaluation,  treatment,  .i)er8onal  care,  day  care,  aomicUiary 

22  care,  special  living  IO*igementi,-ti«niBg^edHeation,-  shel- 

23  tered.  employment,  recreation,  counseling  of  the  individual 

24  with  inch  disability  andofhi«^amay,,protective  and  other 

25  locial  and  wciorlegal  services,  information  aiid  referral  ierv- 
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A  ices,  follow-aloDg  services,  and  transportation  services  C6C- 
2  essaiy -to  assure  delivery  of  services  to  persons  with  develop- 
'3  mental  disabilities:         *  - 

4  -  *  "state  contbol  op  operations 

i  / 

5  "Sec.  102.  Except  as  otlierwise  specifically  provided, 

6  nothing  in  this  title  shall  be  construed  as  conferring  on  any 

7  Federal  officer  or  employee  the  right  to  e.xcrcise  any  super- 

8  vision  or  control  over  the  administrat^un,  personliel,  main- 

9  tence,  or  operation  of  any  facility  for  persons  with 
IQ  developmental  disabilities  with  respect  to  which  ^ny  funds 
11  have  been  or  may  be  expended  uncler  this  title. 

12 .  ,  ^        "kecobds  and  audit 

13  ^   "Sec.  103.  (a)  Each  recipient  of  assistance  under  this 

14  title  shall  keep  such  records  as  the  Secretary  shall  prescribe, 
15,  including  (1)  records  which  fully  disclose  (A)  the  amount 

16  and  disposition  by  such  recipient  of  the  proceeds  of  such 

17  .assistance,  (B)  the  total  cost  of  the  project  or  under  talking 

18  in  connection^  with  which  sueh  assistance  is  given  or  used, 

19  and  (C)  the  amount  of  tliat  portion  of  the  cost  of  the  .project 

20  or  undertaking  supplied  by  other  sources,  and  (2)  ^such  other 

21  ,  records  as  will  facilitate  an  effective  audit. 

22  ''(b)  The  Secretary  and  the  Comptroller  General  of  (he 

23  United  States,  or  any  of  their  duly  authorized  representa-/ 

24  tives^.  shall  have  access  for  the  purpose  of  audit.and  exami- 
^25  nation  to  any  books,  documents,  papers,  and  records,  of  the 


1  recipients  of  assistance  under  this  title  tlia^  are  x>«ili»ciit 

2  to'such  assistance. 

3^-  "SHOKX  TITIilil  '  , 

^  4        '*Sec.  104.  This  title  may  be  citrd  as  theDovolopincntal 
5^  Disabihties  Services  and  Facilities  Construction  Act." 
6        (2)  Section  100  and  part  D  of  the  Act  and  para- 

/  7  1?raphs  (b),  (1),  and  (ni).  of  section  401  of  the  Mental 

8  Eetardalion  Facilities  and  CounuMnilx^  Mental  Health  CcMtcrs 

9  Constructipji  Act  of  19(53  are  repealed. 

10  .     (d)  Sections  137,  138,  1)59,  140,  and  141  of  part  C 

11  of  the  Act  are  redesignated  as  sections  i3r>,  i;>6,  i:J7,  13B, 
'  12'^  and  139,  respectively. 

13  ^   BFFECTIVK  DATK 

14  Sj;c.  8.  The  mnwfdnKMits  made  by  sections  :),  4,  5,  (J, 

15  and  7  shall  (ako  cfWt  with  rcsn(<^(o  appropriatiiuis  under 
IC   the  Act  for  fiscal  years  beginning  after  June  30,  1975. 

17  *      ^    -  RKPORT  STUDY 

-^18  ^-^Skc:  9.  (a)  The  Secretary  t)f  Jlc!illh,  JWiu-aiiour  and 

19  Welfare  (hereinafter  in  this  section  referred  to  as  the  "See- 

20  retary")  shall,  in  ucJorimce  with  section  101  (7)  of  the 

21  Act  (defining  the  term  '*developn»cntal  disability'')  (as 
"22  anieudedj)y  section  7  of  this  Act),  deterniinc  the  neurolo«5- 

23  Joal  conditi(»ns  of  individuals  \yhi(:li  should  be  inrhuled  as 

24  (h'vdopuu'Utaf  disabilities  for  purposes  of  (he  pnijiirauis  au- 

25  thorized  by  parts  JJ  and  C  of  thc^AH.  Within  six  nuuiths  of 
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1  the  date  ♦of  enactment  p?  this  Act  the  Secretary  shall  make 

2  such  determination  and  shall  make  a.  report  thereon  to  the 

3  Congress  specifying  (he  neurolopcal  conditions  which  he 

4  determined  should  be  so  included,  the  neurologipal  conditions 
5'  which  he  determined  should  not  be  so  included,  and  the 

6  reasons  for  each  such  determination.  After  making,  such 

7  .  report,  the  Secretary  shall  periodically,  but  not  less^ten  than 

8  annually,  review  tlie  neurological  conditions  not  so  included 

9  as  developmental  disabilities  to  determine  if  they  should  be 

10  so  included.  The  Secretary  shall  report  to  the  Goijigress  the 

11  results  of  each  such  review,  ,  / 

32  '      (b)  (1)  The  Secretary  shall  contract  for  the  conduct  of  / 
/  ^  .  .  -/ 

13  an  independent  objective  study  to  determine  (A)  if/tbe  basis 

14  of  the  definition  of  the  developn^cntal  disabilities  (as  amojjdcd 

15  by  section  7  of  this  Act)  with  respect  to  which  assistance  is 
36  authorized  under  such^  parts  B  and  C  of  the  Aclis  appropriatc 
17  and,  t()  .the  extent  that  it  is  not,  to  dotonnine  an  appropiiale 
38  basis  for  detonniiiiug  which  disabilities  .should  be  included 
a9*  and  which  disabilities  should  be  ex^  hidcd  from  (he  definition,, 

20  and"  (!})  the  nature  and  adeqnac^y  of  services  ^n-ovidcd  imdcr 

21  other  l^ederal  .pro/rmms  for  pcisons  with  disabiliJics,  not 

22  included  in  such  definition.  ^'  - 

23  A  final  report  giving  the  rcsiiKs  of  the  slady  re- 
24/quired  by  paragVa])h  (1)  and  providing  specifications  for 
25  '  thc^cfinition  of  dovclupmontal  disabilities  for  purposes  of 
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1  parts  B  and  O  of  the  Act.shall  be  submitted  by  tKe  organiza- 

2  tion  conducting  the  study  to  the  Committee  on  Interstate  and 

3  roreigu  Commerce  of  the  House  of  Kepresentatives  and  the 

4  Committee  on  Labor  and  Public  Welfare  of  the  Senate  not 

5  later  than  eighteen  months  after  the  date  of  enactment  of 
*  the  first  Act  piaking  an  appropriation  for  such  study. 

Passed  the  House  of  Eepresentatiyes  j\.pril  10^1975, 
,      _  Attest:^  ,  W.  PAT  JENNINGS, 

Clerk. 
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Senator  Randolph.  Senator  Stafford,  would  you  comment,  please? 

SeMtor^TAFFORD.J'hank  you  very  much,  Mr.  Chairman. 

It  is  a  privilege  £o  work  with  you  agaia  on  the  developmental  dis- 
abilities legislatioA  this  year,  and  &Hd  my  welcome  to  yours  to  Mr. 
Kurzman,  who  will  be  the  witness  this  morning,  with  his  colleagues, 
in  front  of  this  subcommittee. 

As  you  have  pointed  out,  this  is  the  first  matter  of  business  for  this 
subcommittee,  which  is  a  pledge  that  we  made  at  the  conclusion  of 
the  last  Congress,  and  maybe  I  should  note  for  the  record  that  as  an 
accommodation  to  the  administration,  at  their  request,  I  introduced 
for  them  yesterday  S.  1194,  which  is  the  administration  bill  in  this 
area,  so  that  that  also  can  be  in  front  of  the  subcommittee  as  we  con- 
sider this  important  matter. 

Senator  Rakdolph.,  Thank  you.  Senator  Stafford.  As  you  have 
indicated,  we  hope  to  have  the  cooperation  of  the  administration.  We 
cannot  agree  ^perhaps  on  all  points;  but  we  can  move.iixjconcert  for 
constructive  legislation,  and  it  is  in  that  spirit  that  we  begin  the 
hearing.  We  commend  you,  Mr.  Kurzman,  for  being  present  and  help- 
ing us. 

Proceed,  if  you  will,  please,  to  make  your  statement. 

STATEMENT  OF  STEPHEN.  KURZMAN,  ASSISTANT  SECRETARY  FOR 
LEGISLATION,  DEPARTMENT  OF  HEALTH,  EDUCATION,  AND  WEL- 
FARE, ACCOMPANIED  BY  piSTER  FRANKLIN,  SPECIAL  ASSISTANT 
^  TO  THE  SECRETARY;  AND  FRANCIS  LYNCH,  DIRECTOR,  DIVISION 
OF  DEVELOPMENTAL  DISABILITIES,  OFHCE  FOR  HUMAN  DEVEL- 
OPMENT 

Mr.  Kurzman.  Thank  you  very  much,  Mr.  Chairman  and  Senator 
Stafford.  "  ^  .  . 

We  deeply  appreciate  your  warm  welcome  to  us  this  morning,  and 
congratulate  the  subcommittee  on  promptly  getting  back  to  this 
important  act  which  we  hope,  as  you  do,  will  be  promptly  extended. 

We  appreciate  the  opportunity  to  have  the  chance  to  discuss  it 
once  again,  to  present  our  views  on  the  Federal  Government's  role  in 
this  very  important  area  of  developmental  disabilities,  and  to  comment 
on  both  your  bill,  Mr.  Chairman,  S.  462,  and  the  bill  which  the  ad- 
ministration transmitted,  and  which  Senator  Stafford,  as  you  noted, 
has  been  kiffd  enough  to  introduce  for  us,  S.  1194. 

As  you  have  pomted  out  in  your  review  of  this  legislation,  the 
authority  for  this  program  expired  last  June  30,  and  the  House  and 
Senate  passed  widely  differing  bills  to  e:^tend  it  under  the  same  num- 
ber, H.ll.  14215,  but,  regrettably,  the  differences  bet\yeen  the  two 
versioiis  were  such  that  they  could  not  be  resolved  in  conference 
before  the  end  of  the  last* Congress. 

This  year,  as  you  have  also  noted,  the  same  bill  has  been  reintro- 
duced in  the  Senate  as  S.  462,  and  although  the  new  House  bill,  H.R. 
4005,  differs  slightly  from  the  bill  passed  by  the  House  last  year,  the 
basic  differences  between  the  two  Dills  remain.  ' 

We  share,  as  I  say,  your  desire,  the  subcommittee's  desire,  to  see 
this  impasse  over  the  extension  of  this  worthwhile  program  broken  so 
that  both  we  and  the  States  can  prgceed  with  our  planning  free  from 
the  present  uncertainty. 
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"K-iJ^?  have- taken  a  new  look  at  our  own  position,  contained  in  u,.. 
bUls  introduced  during  the  last  Congress— H.R.  12892  and  S.  3011— 
,  '  and  have  developed  a  new  bill  which,  we  feel,  is  an  improvement  that 
can  be  accepted  lay  both  the  House  and  Senate.  ■ 

Senator  Randolph  As  you  recall,  Mr.- Kurzman— I  think-Senator 
Stafford  and  I  would  like  this  m  the  record— I  did  not  wish  to  criticize 
what  happened  last  year.  If  it  sounded  so,  I  did  not  mean  it  to  be. 

1  only  recall  that  we  never  could  even  get  to  conference  with  the  ' 
House  because  the  Interstate  and  Foreign  Cominerce  Committee  had 
so  much  legislation  other  than  this  bill  that  they  could  n6t\  really 
come  together  with  us  m  a  conference;;        '  \  ■ 

This  happens,  and  we  all  uriderstan3  these  probleins. 
Mr.  Kurzman.  *  Yes,  Mr.  Chairman.  . 

In  addition,  Mr.  Chairman,!  over  the  last  few  months  we  have 
extmmed  carefully  the  veiy  complex  question  of  how  to  insure  that 
tae  care  provided  by  institutions  serving  developmen tally  disabled 
persons  meets  certain  necessary  standards.  ./  ^ 

I  believe  we  all  would  agree  that  the  standard  of  care  provided  in 
too  many  of  our  mstitutions  today  should  be  improved. 
■  jj'^Yl  subcommittee  has  attempted  to  address  this  problem  in  title 
xr-D  5ol^*^    ■  Members  of  the  House  in  such  bills  as 

tt.K.  687.  We  stronglV  disagree  with  the  approach  taken  in  the  title 
11  portion  of  these  bil^ls. — 

Our  Department  has  undertaken,  over  the  past  year,  the  massive 
effort  of  establishing  and  enforcing  standards  for  the  estimated  1,250 
residential  medical  facihties  funded  under  the  medicaid  program  and 
providmg  services  to  the  developmentally  disabled.  It  is  our  judgment 
that-  implementation  of  legislation  such  .as  title  II  of  S.  462  would 
have  the  untoward  effect  of  not  only  duplicating  and  slowing  the 
efforts  already  underway  but,  in  fact,  erasing  the  progress  that  has 
been  made  thus  far.  ^  . 

«  We  believe  that  our  present  efforts  constitute  a  good  first  step  that 
should  not  be  duplicated.  Rather,  we  should  be  looking  ahead  to  see 
how  we  cto  best  build  upon  the  foundation  already  established.  In  a 
few  minutes,  I  would  like  to  discuss  some  of  our  ideas  on  this  subiect 
with  vou. 

STATUS  OF  DEVELOPMENTAL  DISABILITIES  PROGRAM 

"A 

First,  I  would  like  to  describe  briefly  some  of  our  current  activities 
under- the  Developmental  Disabilities  program. 

As -you  may  know,  the  Developmental  Disabilities  program  has 
been  administered  by  the  Division  for  Developmental  Disabilities 
'  the  Rehabilitation  Services  Administration  (RSA).  When  the 
Kehabilitation  Services  Administration  was  transferred  at  the  begin- 
rung  of  last  month  from' the  Social  and  Rehabilitation  Service  to  the 
i<?'<=^,f°''  "uman  Development,  the  Division  of  Developmental 
Uisabilities  was  transferred  with  it.  We  are  now  in  the  process  of 
establishing  a  separate  Office  for  Developmental  Disabilities,  with  its 
Director  reportmg  to  the  Assistant  Secretary  for  Human  Development. 

Ihe  Uevelopmental  Disabilities  program,  as  you  know,  is  designed 
to,  achieve  three  basic  purposes.  The  first  is  the  development  and 
improvement  of  p  anning  capacity  at  State  and  local  levels  to  utilize 
,  effectively  the  wide  range  of  resources  currently  available  to  a'd  the 
deVelopmea tally  disabled. 
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This  Department  alone  is  providing  this  year  ;an  estimated  $800 
million  in  such  a^istance  from  such  agencies  as  the  Office  of  Educa- 
tion, the  Spcial  and  Rehabilitation  Service,  the! Office  for  Human 
Development,  theiHealth  Services  Administration,  and  the  National 
Institutes  of  Health,  and  even  more  assistance  is  imade  available  by 
State  and  local  agencies.  I  .  . 

One  aim  of  this  program,  then,  is  to  enhance  the  capability  of 
State  and  local  agencies  to^plan  for  the  use  of  all  these  resources  in  a 
Coordinated  effective  manner.  ^  | 

The  second  basic  purpose  of  the  program  is  to  serve  as  a  catalyst 
to  stimulate  the  expansion  of  services  for  developm  en  tally  disabled 
]persons  atithe  State  and  local  level.  J 

The  third  purpose  is  the  establishment  of  an  integrated  network 
within  which  services  at  the  State  and  local  levels  \yill  be  coordinated. 

In  attempting  to  achieve  these  purposes,  a  major  emphasis  of  the 
program^s  on.the  authority  of  the  States  to  determine  their  o\vn  goals 
and  the  methods  to  achieve  them.  This  flexibility^  has  enabled  the 
States  to  manage  the  program  effectively,  in  our  judgment. 

'    '  STATE  PROGRAMS  ^  j 

:  ^     '  I       ' . 

To  describe  the  State  programs,  55  States  ana  territones  have 
desi^ated  State  planning  and  advisory  councils^  and  agencies  to 
administer  planning,  services,  and  construction  activities  under  this 
program.  < 

Approximately  $28  million,  or  91  percent,  oj  the  $30.8  million 
expended  this  pfiscal  year  under  part  C  of  the  act  has  gone  directly 
tb  tl)"e  Statas  andi'torntories.  The  States  have  indicated,  on  the  average, 
that  they  will  Ms^  73  percent  of  their  funds  for  servi(|es,,25  percent  for 
.planning  and  radininistration,  arid  2  percent  for  construction. 

A  significant  trend  in  the  operation  of  the  program  has  been  the 
increased  efforts  by  many  States  to  deinstitutionalize  developmen tally 
disabled  persons.  I  1 

.The  States  of  North  Carolina,  Wisconsin,  Washington,  and  Cal- 
ifornia, in  particular,  have  all  epiphasized  this  goaf  with  success. 
It  is.generaily  agreed  that  returning  the  institutionalized  individual 
to  the  community  has,  in  the  majority  of  cases,  k  good  effect  on  his 
rehabilitation.  . 

It  is  the  policy  of  HEJW  to  encourage  deinstitutionalization  where 
such  a'  program  is  consistent  with  the  capacities  of  the  individuals 
concerned  and  where  the  homo  community  can:^'provide= alternative 
services.  We  plan  to  continue  this  policy  in  our  administration  of 
programs  for  the  developmen  tally  disabled: 

UNIVERSITY    AFFILIATED    FACILITIES    FOR    THE  DEVELOPMENTALLY 

DISABLED 

With  regard  to  university-affiliated  facilities  for  the  developmen  tally 
disabled,  the  program  presently  provides  Federal  support  fpr  inter- 
disciplinary training  in  institutions  of  higher  learning.  It  is  similar 
to  activities  supported  in  the  maternal  and  child  health  program 
of  title  V  of  the  Social  Security  Act.  -  ^ 

Grants  may  be  made  to  cover  the  costs  of  administering  and  operat- 
ing demonstration  facilities  and  training  persons  for  personnel  needed 
to  rende^  specialized  services  to  persons  with  developmental  disabili- 
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progrJm?  ^"^'^^^'^^        ^'^^'^  "^^de  available  for  training 

rr^iula?^  ^''^  professional  disciplines  trained  in  these  fatsHities  are 

m.Tn-?fip=ff °T  '•  '^ylu'^'  -T^f'  ^P'^^?^^  ^'^'J  hearing^therapists, 
nutritionists,  physical  therapists,  dccupational  therapists,  rehabilita- 

rt?e:ClScS!:l  social  workers,  and 

Each  facility  is  encouraged  to  conduct  a  comprehensive  program 
so  that  each  discipline  involved  in  the  habilitation  and  rehabilitation 
of  ,  the  developmental ly  disabled  may  be  fully  familiar  with  the 
.contributions  of  the  other  disciplines, 

administration's  bill 

Now,  Mr.  Chairman,  I  would  like  to  discuss  briefly  S.  1194  the 
bill  proposed  by  the  administration.  ' 

In  general,  our  bill  follows  the  format  of  title  I  of  S.  462.  However 
as  we  have  indicated  on  several  occasions  in  the  past,  there  are  a 
number  of  features  of  title  I  of  S.  462  which  cause  us  serious  concern. 

Regrettably,  because  of  the  emphasis  placed  on  title  II,  sometimes 
these  differences  seem  to  be  lost,  so  we  do  stress  them  again 
"follows^-  ^^^^^^^'^^^  between  S.  1194  and  S.  462  are  ns 

ORGANIZATIONAL  REQUIR^IMENTS 

indudc,  as  does  S.  462,  a  requirement  that  an 
Office  of  Developmental  Disabilities  be  established  in  the  Office  of 
•  tlie  Secretary. 

As  I  notdd  earlier,  we  are  already  taking  steps  to  establish  such  a 
separate  office  in  the  Office  of  the  Secretary,  making  this  orovision 
.  of  b.  462  unnecessary. 

However,  I  cannot  stress  too  strongly  our  strong  opposition  to 
any  leplation  containing  rigid  organizational  requirements  Which 
hmit  the  flexibility  of  our  ever-growing  and  ever  more  complex 
uopartment  in  the  management  of  its  programs. 

DEFINITION 

•  Our  bill,  like  S.  462,  would  include  autism  in  the  definition  of 
(levelopmental  disabilities.  However,  unlike  S.  462,  it  would  not 
include  specific  learning  disabilities  in  the  definition,  nor  would  it 
remove  the  requirement  that  disabilities  covered  under  the  act  be 
neurological  conditions. 

As  I  stated  in  my  testimony  before  this  subcommittee  last  May  1 
we  do  not  object  to  these  changes,  provided  that  persons  would  still 
have  to  meet,  in  order  to  be  covered  under  the  developmental  disa- 
bilities program,  the  three  requirements  listed  in  the  definition.  That 
the  disability^  originate  before  age  18,  that  it  can  be  expected  to  con- 
tinue mdehmtoly,  and  that  it  constitute  a  substantiar  liandican  as 
newly  and  more  explicitly  defined  in  S.  462.  \ 

We  understand  that,  under  this  definition,  tijose  services  which  are 
provided  under  other  programs,  such  as  education,  mental  health 
or  vocational  rehabilitation  services,  are  not  provided  under  this 
program. 
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\  Is- 

The  .approach  we  are  proposing  will  limit  ^the  prograih  to  thoscrnow 
being  served  in  order  to  maintain^ the  sharps  focus  of  this  program  on 
its  legitimate  target  group  and  will  prevent  the  program's  resources 
from  being  unduly  diffused  over  a  wide  range  of  individuals  as  a 
result  of  an  otherwise  vague  defmition. 

UNIVERSITY-AFFILIATED  FACILITIES 

Our  bill  would  not  include,  as  would  S.  462,  an  authorization  for 
grants  for  renovation  and  construction  of  university-kflBliated  fa- 
cilities. These  grants  were  needed  in  the  original  act  to  foster  the  initial 
construction  of  these  facilities.  .  . 

However,  since  many  such  facilities  now  exist,  this  FedJ^ral  assist- 
ance is  no  longer  needed.  Moreover,  this  authorization  has  not  been 
Jjunded  either  bv  the  administration  or  the  Congress  in  the  past  few 
years,  and  we,  therefore,  see  no  justification  for  continuing  it.  Instead, 
we  recommend  that  funds  available  for  university -affiiliateti  facilities 
be  used  for  demonstration  and  training  grants  for  such  facilities. 

The  authority  for  grants  to  university-aflBliated  facilities  in  the  ad- 
ministration's bill  would  be  similiar  to  that  contained  in  ci  rrent  law, 
e.xcej)t  that  the  emphasis  of  such  projects  would  be  focused  on  inter- 
disciplinary training  programs  and  other  demonstration  training 
projec/s  and  would  not  include  the  administration  of  demonstration 
facilities. 

We  disagree  with  the  contention  of  this  committee,  asjexpressed 
in  the  coriimittee  report  on  H.R.  14215  during  the  last  Congress,  that 
the  UAF  program  was  created  primarily  to  provide  services  to  the 
developmentally  disabled.  We  believe  that  the  primary  goal  of  this 
program  has  been,  and  should  continue  to  bo,  to  provide  training  for 

Erofessionals  who  work  with  developmentally  disabled  perspns.  We 
elieve  that  the  satellite  center  program  that  would  be  establikhed  by 
S.  462  is  not  in  line  with  this  basic  training  objective  of  the  .UAF's. 

DECLINING  FED^KAL^IATCH  / 

We  propose  in  our  bill  that  the  Federal  matching  share  for  State 
grants  under  the  developmental  disabilities  program  be  gradually  re- 
duced from  70  percent  in  1975  to  60  percent  in  1976  and  50  flercent  in 
1977.  We  bqlieve  it  is  appropriate  for  State  and  local  governments  to 
assume  an  increasingly  greater  degree  of  responsibility  for  service 
programs  that  affect  their  citizens,  and  that  they  should  progressively 
increase  their  share  of  support  for  these  programs.  ' 

NATIONAL  AND  STATE  ADVISORY  COUNCILS 

The  provisions  in  S.  li94  pertaining  to  the  National /Council  on 
Services  and  Facilities  for  the  Developmentally  Disabled  and  the 
State  planning  atid  advisory  councils  would  embody /current  law 
rather  than  the  pxpand6d  provisions  contained  in  S.  462. 

We  believe  tliat  such  expanded  functions  are  inappropriately  as- 
signed to  such  Councils  because  they  vest  operational  authority  in 
the  councils  which  would  impede  the  effective  administration  of  these 
.  programs  bj'  the  ri^sponsible  State  and  Federal  offici^flst 
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FEDERAL  APPROVAL  OP  CONSTRUCTION  PROJECTS 

,  The  administration's  bill  would  eliminate  the  requirement  for 
Federal'  approval  of  construction  projects  under  the  State  grant  pro- 
gram. The  deletion  of  this  requirement  is  in  accord  with  our  objective 
of  returning  responsibility  to  State  and  local  governments  whenever 
it  is  appropriate  to  do  so. 

TIME  LIMITATION  FOR  REGULATIONS  PROMULGATION 

S.  462  would  require  the  Secretary  to  promulgate  final  regulations 
implementing  title  I  within  90  days  of  the  bill's  enactment.  Because 
of  the  need  to  consult  with  interested  parties  and  to  issue  a  notice  of 
proposed  rulemaking  before  those  regulations  can  be  put  into  effect, 
.  we  regard  such  a  time  limitation  as  unrealistically  ^ort  and  as  a 
'serious  impediment  to  the  promulgation  of  effective  regulations. 

Mo)re6ver,^this  ^provision  represents  another  potential  limitation 
oh  the  flexibility  of  the  Depai;tment  to  manage  its  programs.  Therefore, 
we  have  included  no  such  provision  in  our  bul. 

EVALUATION  OP  SERVICES 

Our  bill  would, require  the  Secretary  to  develop,  not  later]  than 
February  1,  1977,  a  design  for  a  comprehensive  evaluation  system  to 
be  implemented  by  the  States  iiTphases. 

Each  State,  receiving  funds  under  this  act  would  be  required  to 
implement  the  first  phase  of  that  system  not  later  than  October  1, 
1977.  We  believe  that  such  an  approach  to  evaluation  is  more  realistic 
and  effective  than  the  unworkable  requirement  in  section  121  of  S.  462. 
for  the  development  l)y  the  Secretary  within  18  months  of  an  evalua- 
tion system,  and  plan  for  implementation  thereof  which  would  be  a 
model  for  State  evaluation  systems  for  all  services  delivered  to  per- 
sons  with  developmental  disabilities. 

SPECIAL  PROJECTS  AUTHORITY 

Our  bill  would  provide  a  special  projects  authority  which  would 
include  authority  for  the  Secretary  to  fund  projects  of  special  national 
significance  in  this  field.  The  10  percent  set-aside  for  tnis  purpose  in 
the  State  grant  portion  of  the  act,  which  exists  in  present  law  ana  which 
would  be  contmued  under  S.  462,  would  therefore  be  deleted  and 
'    combined  with  other  authorities.  ^ 

Consonant  with  the  aim  of  inducing  greater  State  and  local  involve- 
ment, the  administration  bill  proposes  terminating  Federal  support 
for  individual  special  projects  after  3  years  of  initial  assistance. 
This  provision  will  give  States  and  localities  greater  incentives  to 
scrutinize  these  programs  and  evaluate  their  effectiveness. 

In  addition,  our  bill  would  provide  that  projects  funded  out  of 
this  special  project  grant  authority  could  not  receive  funding  under 
section  304  of  the  Rehabilitation  Act  of  1973^ or  section  303(a)(2) 
of  the.Public  Health  Service  Act.  These  are  the  two  authorities  under 
which  service  projects  are  presently  funded. 

Since  we  are  proposing  to  create  a  new  project  grant  authority  for 
the  developmen tally  disabled  to  replace  these  present  authorities,  we 
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feel  that  these  authorities  should  not  continue  as  a  source  .of  funding 
for  suchiprojects. 

S.  462,  on  the  other  hand,  would  eliminate  section  304  of  the  Re- 
habilitation Act  as  a  funding  source  for  these  projects,  but  not  section 
303  of  the  Public  Health  Service  Act. 

YIq  thilik  that  all  three  authorities, should  be  combined  under  this 
act.  .  '  . 

AUTHORIZATIONS 

Lastly,  our  bill  would  provide  for  authorizations  of  appropriations 
which  would  correspond  to  the  amounts  set  forlh  for  Uiose  programs 
in  the  President's  budget  for  ^scal  year  1976.  Thus^  our  bdl  would 
authorize  the  appropriation  of  a  total  of  $160.9  million  through  1977. 
.  Of  this  amount,  $12.5  million  for  special  projects  has  already  been 
appropriated  for  1975  in  Public  Law  93-517,  the  Labor-IIEW  appro- 
priation's bill.  The  Senate  bill,  on  the  other  hand,  extends  the  program 
througli  1979  ^vith  total  authorizations  of  $710.7  million. 

Wo  Delieve  that,  in  light  of  the  many  demands  on  the  Feileral  budget 
and  the  severe  Federal  deficits  which  wo  are  facing  in  the  upcommg 
years,  the  authorizations  in  S.  462  are  far  too  high. 

QUALITY  ASSURANCE 

Now, ,  Mr.  Chairman,  1  would  like  to  turn  to  tlie  very  comple.x' 
subject  of  qualit}*^  assurance  in  facilities  providing  care  for  (lovelop- 
^  mentally  disabled  persons. 

The  point  I  would  like  to  emphasize  once  again  for  the  subcommittee 
is  that  our  Department  is  presentl}*  undertalcing  a  far-reachhi§  effort 
^to  upgrade  the  quality  of  care  provided  to  developmentally  disabled 
persons  in  medical  or  rehabilitative  residential  institutions. 

As  you  know,  on  January  17,  1974,  we  published  regulations  estab- 
lishing extensive  standards  for  intermediate  care  facilities  for  the  men- 
tally retarded  (ICF-MR's),  and  we  jare  now  engaged  in  the  major  task 
of  implementing  them. 

These  standards,  which  we  believe  largely  implement  the  same 
objectives  as  title  II  of  the  Senate  bill,  relate  to  habilitativo  s(^rvices, 
niedical  care,  fire  safety,  ph3'sical  environment  and  sanitation.  They 
aim  at  assuring  that  residents  of  ICF-MR's  receive  an  array  of  sci  vices 
keyed  to  their  individual  needs  so  that  the}  may  reach  their  maximum 
-potentiaj.  / 

These  regulations  will  have  a  substantial  impact  on  the  we}l-boing 
of  ^he  many  thousands  of  developmentally  disabled  per.^on.^  wlio  reside 
in  such  facilities. 

The  IGFr^IR  reguKtions,  which  are  based  on  the  recommendations 
of  the  Accreditation  Council  for  Facilities  for  the  Mentall}*  Retarded 
of  the  Joint  Coipmission  on  Accreditation  of  Hospitals,  were  issued 
under  title  XIX  of  the  Social  Securit}^  Act.  Consequently,  the}'-  apply 
to  all  ICF-MR's  certified  for  Medicaid  reimbui'sement.  Implementa- 
tion of  the  standards  must  be  completed  by  March  1977. 

This  phasein  period  will  allow  many  facilities  to  complete  the, 
expensive  and  time-consuming  renovations  which  the  regulations  will 
necessitate.  Each  intermediate  care  facilit}'  approved  to  participate 
in  medicaid  must,  no  later  than  March  1975,  have  a  detailed  plan  for 
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\  ^meeting  the  reqiiiromente  by  1977.  If  it  does  not  progress  inaccordance 
^th  that  plan,  it  will  be  barred  from  continued  participation  in  the 
medicaid  program. 
\  Our  experience  in  developing  and  implementing, these  regulations 
\  indicates  that  the  level  of  detail  of  the  standards  represents  the 
Mimit  that  realistically  can  be  expected  of  the  network  of  facilities 
serving  the  ue^elopmentally  disabled. 

While*  we  recognize  that  the  ICP-MR  standards  alone  will  hot 
succeed  in  raising*  the  quality  of  care  in  all  our  institutions  serving 
the  develoj)mentally  disabled,  we  believe  that  to  go  beyond  these 
standards  in,  the  way  that  title  II  of  S.  462  proposes  to  do  would-be., 
to  niake  unrealistic  demands  oh  the  thousands  of  agencies  and  facili- 
ties involved.  Such  demands  could  result  in  4i  major  disruption  in  the 
delivery  of  services  to  the  developfnentally  disabled  and  create  con- 
siderable confusion  and  uncertainty  for,  and  in  many  cases  termination 
of  services  provided  by,  individual^  facilities  and  agencies. 

Last  year,  wo  prepared  a  rather  detailed  analysis  of  title  II  of  the 
Senate  bill,  which  is  attached  to  the  letter  from  the  Secretary  trans- 
mitting to  the  Congress  our  new  bill  to  extend  the  D.evelopmental 
disabilities  Act  A  copy  of  that  letter,  with  the  attached  papen,  has 
been  forwarded  io  each  member  of  the  subcommittee,  and  with  your 
permission,  Mr.  Chairman,  I  would  ask  that  it  be  printed  in  full 
with  my  remarks,  if  I  may:; 

Senator  Randolph.  It  will  be  printed  in  the  record,at  the  conclusion 
of  your  testimony.  '  • 

Mr.^URZMAN.  While  our  objections  to  that  title  are  describe^  in 
detail  in  the  paper,  I  would  like  to  cite  just  a  few  examples  of  the 
disastrous  results  which  would  ensue  from  enactment  of  that 
legislation. 

1.  Section  204  authorizes  the  Secretary  to  make  grants  to  iissist 
States  in  brir^ngjpublicly  operated  and  federally  assisted  residential 
or  community  facifities  and  agencies  into  compliance  with  the  title  II 
standards. 

While  the  precise  number  of  facilities  affected  by  title  II  is  unknown, 
for  the  purposes  of  preparing  cost  estimates,  we  hava  estimated  that 
at  least  6,000  facilities  are  involved.  A  conservative  estimate  of  the 
amount  needed  by  each  residential  institution  over  5  years  to  bring 
itself  into  cbmpliance  with  the  title  II  standards  would  be  $1  million. 

Thus,  ^t  a  minimum,  the  cost  of  bringing  eacli  facility  into  com- 
pliance with  these  standards  would  be  $6  million.  This  total  would  be 
reduced  to  appro.ximaiely  $1,250  billion  if  only  residential  facilities 
which  provide  medical  services  received  the  financial  assistance; 
however,  this  lower  figure  does  not  take  into  account  thousands  of 
facilities  providing  personal  care  and  thousands  of  community 
service  agencies,  all  of  which  would  be  affected  by  title  II. 

2.  Section  205  of  S.  462  would  permit  "Federal  assistance  payments 
authorized  under  Federal  law"  to  "publicly  operated  or  assisted 
facilities  for  the  developmentally  disabled  only  if"  the  facility  pro- 
vides evidence  that  such  payments  have  not  resulted  in  nor  will 
result  in  any  decrease  in  per  capita  State  and  local  expenditures  for 
services  for  the*  developmentally  disabled  which  would  otherwise  be 
available  to  the  facility. 

While  we  do^  not  object  to  the  concept  of  maintenance  of  effort 
requirements,  wo  believe  that  perpetual  maintenance  of  effort  obligia- 
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tions  are  undesirable.  Moreover,  we  object  to  this  particular  provision 
because  we  feel  it  is  inequitable  to  hold  an  individual  facility^  respon- 
sible for  assuring  that  State  payments  to  the  facility  do  i.  t  decrease. 

In  addition,  jt  is  possible  that  this  section  woujd  not  accomplish  its  , 
desired  effect  since  there  is  no  sanction  to  be  applied  against  States 
who  fail  to  maintain  total  current  expenditures  for  the  develop- 
nientally  disabled.  ^  ' 

3.  Section  206  of  S.  462  would  authorize  the  withholding'  of  'all 
Federal  payments,  whether  direct  or  indirect,,  to  any  program  jbf 

,  community  care  ^r  residential  facility  for  individuals  with  develop- 
mental disabilities  unless  it  meets  the  standards  established  by  title  ll 
Within  5  years.  ^  ; 

Out  principal  concern  with  this  piovision  is  that  it  could  result  in  a 
major  disruption  in  the  delivery  of  services  to  the  developmentally 
disabled  and  to  others  in  facilities  wWch  receive  Federal  reimburse- 
ment for  services  rendered. 

This  provision  would  create  Considerable  confusion  atld  Uncertainty 
for  both  State,  and  individual  facilities  and  agencies  which  are  cur- 
rently in  the  midst  of  planning  for  and  implementing,  the  existing 
Federal  ICF  standards,  but  I  have  referred  to  the  ojies  we  have 
already  put  into  place  under  already  existing  j)rovisions''Of  law. 

In  addition,  because  section  206  would  apply  to  facilities  receiving 
inedicare  and  medicaid  reimbursement,  it  could  create  hardships '^for 
the  nondeyelopmentally  disabled  populations  receiving  services  in  such 
facilities,  since  it  could  result  in  a  facility's  loss  of  medicare  or  medicaid 
funds  for  all  of 'its  patients.  ,  1 
/  Lastly,  this  provision,  since  it  would  apply  to  so  many  different 
facilities  and.  so  many  sources  of  Federal  funds,  would  create  an  ov6r- 
'  whelniing  administrative  burden,  since  residential  And  community 
facilities  and  programs  receive  Federal  funds  from  a  variety  of  State 
and  local,  as  well  as  Federal,  agencies.  ^ 

Effective  enforcement  of  the  withholding  of  Federal  funds,  par- 
ticularly enforcement  with  respect  to  funds  paid  indirectly  as  a.result 
of  revenue  sharing,  would  require  a  massive  monitoring  and  tracking 
effort,  involving  a  great  increase  in  Federal  regional  manpower. 

4.  Section  211  of  S.  462  requires  individual  written  nabilitation 
plans  to  be  developed  and  modified  at  "frequent"  intervals  on  behalf 
of  each  developmentally  disabled  person  who  is  residing  in  a  residential 
facility,  community  facility,  and  agency  to  which  the  title  II  standaids 
apoly.  -  .      .  ' 

We  estimate  that  the  cost  for  an  initial  evaluation  of  an  individual 
would  be  $400,  based  on  the  services  of  a  four-person  basic  team 
working  one-half  of  a  day.  *  i  . 

Quarterly  evaluations  would  be  an  estimated  $100  each.  The  first- 
year  cost  lor  the  habilitation  plan  would  therefore  be  an  estimated 
$700  per  person,  or  a  tptal  of  $5.6  billion,  based  on  an  estimated 
*  population  of,  8  to  8.5.  million  persons.  ^  ^ 

This  estimate  of  the  affected  population  is  considered  conservative; 
other  estimates  have  placed  the  target  population  as  high  as  20  million. 

Not  only  would  the  cost  of  section  211  be  prohibitive,  but  it  would 
require  measurement  in  areas  where  assessment  is  difficult  to  make, 
.  such  as  affective  and  •cognitive  development.  There  are  6nly  a  few 
personnel  trained  well  enough  to  make  the  sort  of  assessments  required 
under  this  section.  ^ 
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5.  Section  212  would  require  that  each  developmentally  disabled 
person  served  by  a  facility  or  agency  be  assigned  a  program  coordinator 
respK)nsible  for  implementation  of  the  person's  individual .  written 
habUitation  plan.  For  an  estimated'  population  of  8  million  persons, 
1.3  million  highlj  trained  health  personnel  would  have  to  be  available 
to  serve  as  program  coordinators.  '  , 

Moreover,  as  I  indicated  earlier,  these  personnel  would  have  to  .be 
exceptionally  well  trained  in  order  to  perform  the  functions  required 
by  title  II.  This  number  of  highly  trained  personnel  is  simply  not 
available.  - '       «  /  ' 

Mr;  Chairman,  I  think  you  can  see  that  the  resources  in  terms  of 
manpower  and  money  that  would  be  needed  to-  enable  the  many 
facilities  and  agencies  affected  by  title  11  to  comply  with  the  require- 
ments of  that  title  are  not  available. 

I  greatly  fear  that  the  result  of  placing  such  clearly  unrealistic 
demands  on  these  facilities  would  only  result  in  their  refusal  to  provide 
any  care  afc  all  for'dovelopmeritally  disabled  persons. 

Such  a.  result  would,  in  our  opinion,  be  clearly  undesirable  and 
counter  to  the  objectives  that  both  the  Congress  and  the  administra- 
jtion  share,  which  is  imprqved  care  for  these  persons. 

^e  belieVfJ  that  we  sn6uld  be  looking  to  the  next  step  to  be  taken 
b^pyond  the  e.xisting  ICF  quality  assurance  program.  We  certainly 
agree  with  the  subcommittee^  on  that  subject. 

It  is  our  judgment  that  the  next  initiative  in  quality  assurance  needs 
to  focus  on  the  residents  themselves,  to  insure  that  they  are  receiving 
and  responding  to  effective  programs  of  care  that  are  helping  them  to 
develop  and  to  reach  their  potential  as  fully  as  possible. 

We  refer- to  this  approacn  as  the  outcome  approach  of  q^iality 
assurance,  wherein  we  seek  to  measure  a  facili^ty's  performance  by  the 
results  it  produces  with  its  residents. 

While  we  have  long  been  committed  to  such  an  "outcome"  ap-. 
proach — indeed,  this  idea  received  considerable  discussion  in  the 
Department  at  the  time  the  ICF  regulations^were  being  developed — we 
feel  there  is  a  lack  in  the  technological  ability  to  implement  it. 
.  However,  recent  developments  in  the  developmental  disabilijbies 
field— some,  of  which  occurred  in  projects  sponsored  by  HEW — hold 
promise  that  we  cfan  move  in  thi§  difeiitlon. 

Unfortu&ately,  technology  will  not  allow  us  to  adopt  national 
outcome  standards,  such  as  those  proposed  by  part  B  of  title  II  of  S. 
462,  but  an  outcome  approach  does  constitute  tne  next  necessary  step 
in  our  efforts  to  raise  tne  standard  of  care  for  the  developmentally 
disabled. 

We  belieye  we  should  have  authority  to  move  in  this  direction  as  the 
'  Approach  is  validated.  -  z 

,  For  the  reasoi>s-stated  above,  we  strongly  oppose  the  enactment  of 
S.  462  and  urge,  instead,  the  prompt  Enactment  of  the  administration's 
bifl  as  an  effective  instrument  for  meeting  the  needs  of  the  devdop- 
*m&ntally  disabled  population. 

This  concludes  my  statement,  Mr.  Chairman.  My  colleagues  and  I 
will  be  pleased  to  answer  any  questions  you  and  your  subcommittee 
members  may  have.  '  ^ 

Senator  Randolph.  Thank  you,  Mr:  Secretary^. 

You  are,  of  course,  not  a  newcc/mer  to  this  sumect,  and  neither  are 
the'merpbers  of  the  subcommittee.  We  have  worked  with  each  other 
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and  sorAetimes  at  odds  with  each  other,  but  I  never  liave  thought  of  it 
as  a  polarization.  We  have  expressed  our  viewpoints  very  vigorously,  as 
you  have  done  this  morning  in  your  statement. 

I  do  not  want  to  be  critical  just  for  the  sake  of  criticism,  but  I  do 
want  to  tell  you  that  the  statement  that  you  have  presented  was 
provided  to  our  subcommittee  only  this  morning.  There  was  no  op- 
portunity for  us  to  distribute  it  to  the  members  of  the  subcommittee 
who, might  not  be  able  to  attend  our  hearing  6at  who  might  have  (ques- 
tions that  they  would  want  to  present  to  you  and  to  your  associates, 
Mr.  Franklin  and  Mr.  Lynch. 

I  was  unable  to  review  the  statement.  I  attempted  to^listen/very 
carefully  as  you  spoke,  and  have  some  questions  to  ask  now.  However, 
after  Ifurther  review,  I  am  sure  that  I  will  have  more  comments  and 
questions,  which  I  will  send' in  writing  for  youf  response. 

Would  that  be  agreeable? 

Mr.  KuHZMAN".  Absolutely,  Mr.  Chairman., 

Let  me  apologize  for  not  complying  with  the  committee's  rule.  We 
have  very  strict  orders  from  Secretary  Weinberger  to  comply  with  the 
committee's  rule  in  this  regard.  • 

We  have  great  difficulty,  as  you.knOw,  in  .doing  so,  partially  because 
of  the  demands  made  on  the  Department  to  testify  on  a  great  variety 
of  subjects,  and  partially  I  must  say  because  of  the  complexity  of  the 
Federal  Establishment  in  making  sure  that  all  parts  of  our  Department 
and  the  Federal  Government  get  to  see  a  statement  and  make  input 
to  it,  which  is  only  for  our  people  who  have  related  functions,,  particu- 
larly,in  a  field  such'as  ours. 

However,  we  will  be  happy  to  answer  any  questions  that  the  sub- 
committee wants  to  put  to  us  in  writing.  (See  pp.  4G0-487.) 

Senator  Randolph.  I  do  know  these  problems  of  complexity,  but  it 
is  worth  our  stating  once  aeaiii  that  it  is  very  helpful  when  you  can 
have  this  information  ahead  of  time.    ,  ,      *  ^ 

Senator  Stafford  knows  that  on  our  Committee  on  Public  Works,  if 
witnesses  do  not  send  their  testimony  to  us  24  hours  in  advance  of  the 
hearing,  we  do  not  allow  them  io  testify.  There  may  be  reason,  of 
course,  to  modify  that  rule  in  certain  instances;  but  we  are  constantly 
faced  with  the  fact  that  people  have  known  for  ^  or  3  weeks  that  they 
were  to  testify  on  a  certam  date  but  have  not  provided  us  with  state- 
ments in  advance.  It  is  a  diflScult  situation  m  which  you,  of  course, 
find  yourself,  and  also  one  in  which  we  are  not  completely  at  ease. 

Now,  to  get  on  to  the  questions.  «  - 

We  know  that  today  we  are  in  a  recession.  Our  faltenng  economy 
is  a  matter  for  concern  not  only  at  the  Federal  level  but  at  the  State 
level.  "     •  .       '  .         .   ^  ^ 

I  have  talked  with  some  15  Governorj  since  this  Congress  has 
begun — Appalachian  Governors,  for  example.  Senator  Stafford  and 
I  have  been  meeting  with  Governors  wHo  have  talked  about  programs 
of  highway  construction  throughout  the  country.  In  addition,  I  have 
been  talking  with  many  of  the  mayors  of  the  communities  in  TV  est 
Virginia  at  the  recent  convention  here.  I  am  led  to  believe  that  this  is 
a  difficult  time  to  ask  the  States  or  the  other  political  subdivisions  to 
increase  their  share  of  the  programs  that  we  have  been  mandating. 
'  I  am  sure  you  possibly  will  agree  with  that  statement. 

Mr,  KuHZMAN.  Mr.  Chairman,  the3e  are  difficult  times  for  our  Nation^ 
indeed  for.  the  entire  world,  economically  I  think,  as  Secretary  Wein- 
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belter  has  said  in  answer  to  a  similar  question  before  other  subcom- 
jiiittees  on  other  Administration  proposals  made  to  sl5ift  a  greater 
share  of  the  cost  pf  some  of  our  shared  Federal-State  matching 
programs  from  the  Federal  Government  to  the  States,  as.  in  the  de- 
velopmental disabilities  program,  it  is  a  question  of  relative  misery 
we  are  talking  about. 
*  .  We  think  both  the  Federal  and  State  and  local  levels— all  levels'of 
government — are  hard  pressed,  as  is  th&  economy  in  general;  but  that 
the  level  of  deficits  being  experienced  and  likely  to  be  exi)€rienced  by 
Federal  GovcTmment  is  of  a  much  higher  order  'proportionately, 
certainly  in  absolute  terms,  thaa  that  faced  by  jthe  States. 

In  addition,  in  the  President's  program,  there  is  a  proposed  increase 
designed,  in  part,, to  meet  additional  costs  that  the  States  and  localities 
would^  experience  through  increased  fuel  and  other  energy  co^3ts. 
We  think  that  in  many  States  the  situation  simply  is  not^  great. as 
it  appears  to  be  economically*  for  the  Federal  Government. 

Senator  JIandolph.  Mr.  Kurzman,  I  am  entirely  bipartisan,  and 
I  know  I  do  nofc  Jiave  to  talk  on  these  subjects  with  Bob  here.  I  think 
that  the  President  has  said  that  he  would  jidt  sign  into  law  new  pro- 
grams which  were  enacted  by  the  Congress,  even  if  they  were  programs 
,    that  he  himself  thought  were  important. 
Am  I  wrong  in  that  statement? 

I  may,haye  a  reason  to  faodify  it,  but  I  believe  he  said  that  he 
looked  with  disfavor  upon  new  programs  as  we  go  into,  this  Congress. 
Mr.  Kurzman.  That  is  my  understanding,  Mr.  Chairman. 
Senator  Randolph.  Is  that  your  understanding? 
Now,  that  leads  me  to  the  question. 
Is  this  a  new  program?  '  .  , 

Mr.  Kurzman.  No;  Mr.  Chairman.  I  woi^ld  say  much  like  two 
dozen  other  programs  which  §xpire  this  June  30,  or  Jiave  expired  in 
prior  years,  the  adrninistratipn  has^  requested  the  extension  of  those 
programs  then.  .  , ' 

Senator  Randolph.  Then  why  do  you  propose  a  cutback  in  the 
Federal  matching  share?  Programs  for  handicapped  persons  are  often 
enacted  because  neither  the  State  nor  local  level  is  aole  to  do  the  job 
or  give  priority  to  programs  for  handicapped  persons. 

Mr.  jKurzman.  That  is  .my  understanding  of  the  origin  of  the 
'.'program. 

Senator  Randolph.  I  am  disappointed  and  frustrated  wheji  the 
items  that  are  cut, at  the  Federal  level  are  those  that  help  the.handi-: 
'  capped  people  and  elderlv  people.  \  ' 

oo,  as  we  consider  this  legislation,  we  are  trying  to  give  equal  oppor- 
tunities to  the  handicapped  population  in  the  United  States  of 
,  America.  /  -  ^ 

W)B,haxe  tried  to  bmg  j^es^^  to  the  handicapped  individuals 

ill  th6  States,  for  it  appears  that  State  and  local  governments  are  unable 
to  provide  them.       '  .  - 

oo  I  ani  not  sure  that  this  is,  the  time  when  we  ought  to  cut  back  on 
the  Federal  share;  certainly  that  is  a  ma.tter  fpr  us  to  consider. 

Do  you  feel  there  should  be  a  cutting  back  on  the  Federal  share, 
regardless  of  what  the  States  and  local  comtnunities  can  do? 

Mr.  KtJRz.MAN.  Mr.  Chairman,  I  suppose  I  would  have  to  say  I 
would  disa^ee  with  the  characterization  of  what  we  are  proposing  aSv 
a  cutback.  , 
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'  ^  ' 

We  are  proposing  to  spend  the  same  amount  of  money  that  we  are 
currently  spending  from  the.Federal  Treasury  on  this  program.  What 
we  are  proposing  is  that  the  proportions  change  in  tne  future,  and 
that  States  contribute  a  larger  amount  to  the  same  projects  than  they 
Are  now,  but  not  to  reduce  the  amount  the  Federal  Government  pro- 
vides for  it.  ' 

I  should  point  out  that  we  are  talking  in  the  realm  of  a  FederaL. 
budeet,  as  the  President  has  proposed  it,  for  fiscal  year  1976  -Which 
would  increase  HEW's  total; spending  for  the  vulnerable  groups  that 
we  serve — the  aged,  the  handicapped,  children,  the  ill — from  almost 
ap^oximately  $111  billion  to  approximately  $119  billion. 

What  we  propose  is  not  a'xut  out  a  slowing  in  the  rate  of  increase 
of  our  Department  oyeralU  jif  what  we  propose  is  not  adopted,  the 
rate  of  increase  would  be  more  in  line  witti  the  approximate^ly  17 
.percent  we  have  been  experiencing  each  year  in  the  prior  10  years  6t 
so,  and  would  increase  the  total  another  $8  billion,  which  would 
bring  it  up  >to  about  $127  billion.  •  . 

So  we  are  not  talking /about  a  cut  in  any  absolute  terms.  We  are' 
talking  about  a  proposed  slowing  in  the  rate  of  increase.  A  very 
large  proportion  of  the  HEW  budget,  as  proposed  by  the  President, 
wpula  go  to  the  benefit  of  the  handicapped,  not  all,  obviously,  undep 
developmental  disabilities  program,  but  we  are  estimating  a  total 
expenditure,  as  I  have  said  in  the  prepared  statement,,  for  this  target 
group  in  the  range  of  $800  million,  taking  all  our  progranis  into 
account,  and  we  are  not  proposing  in  any  way  to  cut  that  in  fiscal 

1976.     '         ;  '  ^        '  . 

Senator  Ranj>olph;  You  proposed  in  your  statement,  on  page  7, 
that  under  this  specific  program  the  Federal  share  would  decrease  from 
70  percent  in  1975  ta  60  percent  in  1976  and  tlien  50  percent  in  1977. 

You  indicate  that  these  States,  of  course,  and  local  entities  of 
government  should  increase  their  participation. 

I  think  that  would-be  a  Federaf  cutback.   \    ,  , 

From  your  standpoint,  that  might  not  be  indicative  of  an  actual 
cutting  of  program,  but  it  seems  to  rne  tliat  percentage  decrease  would 
so  indicate.  . 

I  have  no  desire  to  take  up  too  much  time,  so  I  wi!l  turn  the  question- 
ing over  to  Senator  Stafford.  I  might  have  a  further  question  after  he 
has  concluded.'  '  -  ^ 

Senator  Stafford.  Thank  you  very  much,  Mr.  Chairman. 

I  have  in  mind  the  possibility  that  we  might  wish  to  submit  ques- 
tions in  writing  to  the  Department  to^  Mr.  ICurzman  in,  .the  interest 
of  saving  time.  .  "  / 

But  I  do  have  a  few  questions  that  I  would  like  to  present  to  you 
at  this  jtime. 

My  first  one  is,  what  do  you  believe,  Mr.  Kurzman,  the  Federal 
role  is  in  insuring  that  rights  of  individuals  in  residential  or  com- 
munity facilities  are  being  protected?  ^  • 

Mr.  KuRZMAN.  Senator  otafford,  our  role,  I  think^  as  is  exemplified 
in  the  ICF-MR  regulations,  which  are  now  in  place  and  being  en- 
forced, is  to  slet  realistic  enforceable  standard^,  to  require  the  States 
to  conduct  the  kinds  of  surveys  necessary  within  the  facilities  in 
those  States  and  advise  us  as  to  the  outcome  of  those  survej^s,  to 
enforce  through  the  States  and  under  the  medicaid  program  in  the 
case  ot  individual  facilities  which  fail  to  meet  those  standards,  or  to 
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meet  the  timetables  for  planning  to  meet  those,  standards,  by  wiu. 
holdmg  the  Federal  funds,  as  we  have  done  in  the  case  of  the  skilled 
nursmg  facilities. 

In  some  instances,  it  is  necessary  to  enforce  by  using  the  Federal 
courts.  As  you  know,  we  have  brought  lawsuits  against  the  State  of 
Pennsylvania  under  the  ICF-MR  regulations,  and  I  ^.hiuk  that  is  a 
primary  function. 

I  would  be  happy  to  have  Pieter  Franklin  amplify  if  1  have  not 
covered  it  all.  ; 

Mr.  Franklin.  Senator  Stafford,  I  would  like  to  add  just  one  point 
that  we  must  continue  to  improve  the  State  of  the  art  after  addressing 
the  needs  of  the  developmentally  disabled. 

I  would  like  to  amphfy  one  thing  Mr.  Kurzman  mentioned  in  his 
.  testimony. 

This  is  to  look  at  outcome  measures.  We  are  just  beginning  now  to 
break  through  and  be  able  to  look  at  the  impact  directly  on  a  patient 
or  resident  of  a  facility  or  6.  program.  Our  regulations  to  date,  and  the 
statutes,  too,  very  much  look  at  the  capacity  of  a  facility  to  deliver 
a  certain  service  to  an  individual,  not  of  a  service  as  it  directly  impacts 
on  the  individual,  and  the  progress  of  the  individual.  We  must  become 
much  more  patient  centered,  and  we  are  very  actively  pursuing  this 


.  now. 


Senator  Staff9rd.  On  page  15  of  your  statement,  Mr.  *Kurzman, . 
you  used  figures  in  connection  with  patient  ratio,  requirement  for  a 
coordinating  on  the  basis  of  1  to  6,  and  this  Senator's  understanding 
IS  that  in  the  State  of  California,  where  a  system  like  this  is  currently 
working,  the  ratio  at  \vorst  is  1  to  40,  and  in  some  instances  1  to  120, 
making  an  average  of  1  to  85. 
We  wonder  where  you  got  your  figures. 

Mr.  Franklin.  Senator  Stafford,  Mr.  Kurzman  asked  me  to  try  to 
respond  to  this. 

We  got  our  figures  by  talking  to  the  HEW  staff  and  the  Social 
Kehabihtation  Service  and  the  Public  Health  Service,  and  estimating 
what  It. would  take  to  implement  what  is  required  of  a  coordinator 
under  S.  462,  so  it  requires  quite  a  few  skills. 

Such  as  financial  sKlls,  social  skills,  educatiqnal  skills. 

Therefore,  it  would  take  a  highlv  trained  person  to  pay  the  level  of 
attention  we  think  it  would  require  to  address  all  these  adequately 
for  a  developmentally  disabled  person,  so  that  the  ratio  that  we  have 
p^^oposed  we  believe  is  appropriate. 

Now,  certainly  you  could  expand  the  ratio,  as  California  has  done, 
but  to  meet  these  needs  I  would  have  to  say  that  would  be  totally 
inadequate  to  fulfill  what  we  at  least  thought  we  understood  was  the 
intent  of  the  people  who  wrote  the  bill. 

^  Senator  Stafford.  If  we  understand  each  other,  then.your  position 
IS  that  the  ratio  of  1  coordinator  to  40  patients  would  be  unrealistic 
and  unworkable? 

Mr.  Franklin.  Yes,  sir,  that  is  our  position. 

Senator  Stafford.  Have  you  been  aware  of  the  California  program? 

Mr.  Franklin.  Only  in  general,  sir. 

I  was  ixi  California  several  weeks  ago  and  talked  folbme  of  their 
top  health  people  in  State  and  county  government,  and  I  am  aware 
of  \yhat  is  going  on.  But  to  deal  \vith  that  level  of  ratio  on  an  ongoing  ^ 
basis,  the  amount  of  hours  the^  are  able^to  spend  .with  a  person  in  a 
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40-hour  week  would  be  just  1  hour,  which  would  meanjust  one  meet- 
ing with  the  educational  assistant  for  the  individual,  yet  the  needs  of 
the  individual  m  as  comprehensive  a  program  as  this  far  exceeds  1 
hour  a  week.  , 

^  Sefaator  Stafford.  Did  youHalk  with  any  of  the  California  people 
in  ascertaining  from  them  whether  they  believe  their  proeram  is 
working  or  not  working- effectively?  " 

Mr.  Franklin.  I  got  different  opinions  from  them. 

It  is  better  than  nothing,  sir,  certainly.  And  it  is  very  important  to 
have  proper  support,  but  to  say  that  this  was  totally  adequate  to  ' 
meet  the  needs  of  the  people,  sir,  I  know  of  no  one  out  there  who 
would  support  that,  and  certainly  we  do  not  support  it. 

Senator  Stafford.  Thank  you. 

To  get  back  Mr.  Kurxnian,  to  your  statement,  on  page  8,  at  the 
top  of  the  page,  you  say  that:  /  ^ 

We  beUeve  that  such  expanded  functions  are  inappropriately  assigned  to  such 
Sa^.^'T  r^^'^^^^^^  operational  authority  in  the  councils  ^ich  would 
and  State  offiS""^  administration  of  these  programs  by  the  responsiDle  Federal 

This  is  tinder  the  subject,  "National  and  State  Advisoiy  Councils." 

Could  you  detail  for  us  the  functions  incorporated  in  S.  462  which 
.  apply  especially  oh  a  State  level? 

Mr.  KuRZMAN.  If  you  will  give  me  just  a  moment. 

Senator  Stafford.  If  it  will  save  time,  we  could  ask  you  to  respond 
to  it  m  wntmg.  . 

Mr.  KuRZMAN.  I  would  much  prefer  to  do  that.  (See  p.  461) 

I  would  say,  in  general,  we  believe  for  input  in  many  of  our  pro- 
grams, particularly  ones  of  this  sort  which.are  designed  to  be  gap  fill- 
ing and  coordmating  and  planning  programs,  advisory  councils  at  the 
local  level  can  have  a  very  important  function,. but  we  think  that  it  is 
also  a  mistake,  when  we  hear  this  constantly— as  I  am' sure  you  do 
from  State  and  local  government  officials— to  diffuse  the  operating 
xesponsibihty  away  from  the  government  officials.  ' 

They  are  elected  and  appomted  to  do  the  job,  and  we  think  they 
should  have  the  responsibilitv  for  carrying  it  out.  They  should  get  - 
the  advice  of  citizens,  and  the  advisory  council  is  certainly  an  ac- 
ceptable way  to  do  it.  We  propose  that  that  feature  of  the  act  be  con- 
tinued, but  wp  would  object  to  giving  them  what  we  think  of  as 
operating  responsibilities.  -  ^ 

Taking  a  look  at  the  subsections,  I  can  pick  off  at  least  three  of  the 
subsections  while  I  am  sitting  here,  and  if  we  may  amplify  this  in 
wntmg,  I  would  appreciate  it. 

Subsection  (b)(1)  oh  page  35  of  the  bill  imposes  upon  the  State 
p  annmg  council  the  reqiliretnent  to  develop  and  prepare  the  State 
plan  required  by  section  X14. 

-^gain,  we  would  have  no  objection  to  having  an  input  in  the  plan, 
but  I  do  not  know  whether  it  is  good  policy  to  shift  from  the  btate 
agency  the  responsibility  for  the  actual  preparation  of  that  plan. 

Senator  Stafford.  That  is  giving  States  a  greater  participation  in 
the  whole  program,  is  it  hot? 

Mr.  XuRZMAN.  I  think  our  understanding.  Senator,  is  that  this 
would  take  away  from  the  State  official  and  give  it  to  the  planning 
council,  which  is  not  all  State  officials  but  includes  the  public  citizens 
as  well: 
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I  ^hin||c  it  is  not  a  question  of  State  versus  local  or  State  versus 
Federal.  iCertainly  we  agree  that  the  State  oiieht  to  have  a  key  role 
here^  and  we  always  maintaiti  this  on  the  basically  operated  authorities. 

It  is  just  a  question  of  the  State  level — should  it  be  in  the  hands 
ultimately  ^f  the  last  order  of  the  public  officials,  the  Governor's 
represen|tatives?  I  think  Jiat  is  where  we  would  recommend  to  you 
thatit'be.jl  •  .  ^ 

Subs^ctipn  (3)  would  call  for  the  council  establishing  ,priorities  for 
the  distribiUion  of  funds  for  programs  for  persons  with  developmental 
disabilities^ Iwi thin  the  State. 

Again^  those  authorities,  we  think,  ought  to  be  established  by 
Govei;nment  officials  and  not  bv  the  council. 

Finally,  Subsection  (4)  calls  for  a  review  and  comment  on  all  State 
plans  m  the  State  which  relate  to  programs  affecting  persons  with 
developmental  disabilities. 

Agam,  as  in  the  case  of  subsection  (1),  it  is  vesting  authority  in  a 
nongovernmental  body  which  we  think  ought  to  remain  with  the 
gpvernmental  body. 

Senator  Stafford.  Thank  you,  Mr.  Kurzman. 

If  you  have  a  further  elaboration  on  the  question  you  ^vish  tp  make 
in  writing,  we  would  be  glad  to  receive  it.  We  would  ask  that, they  be 
sent  up  here  as  expeditiously  as  possible  so  \ve  may  consider  them  on  a 
timely  basis  within  the  context  of  our  own  plans. 

I  think  I  would  conclude  at  this  point  by  saying  I  do  think  you 
have^  done  a  very  good  job  as  advocate  of  the  Department,  and  on 
behalf  of  the  Department's  bill  in  presenting  the  Department's  reac- 
tion to  the  bill  which  the  chairman.  Senator  Randolph,  and  I  and 
others  have  introduced,  which  is  also  in  front  of  the  committee. 

It  is  my  hofjQ  that  we  can  work  out  differencea^and  reach  a  bill 
which  both  the  administrajtion  and  this  subcommittee  can  support. 

I  suppose,  Mr.  Chairman,  it  ought  to  be  almost  off  the  record, :but 
I  cannot  help  but  reflect  that  the  former  Under  Secretary,  Frank 
Carlucci,  used  to  take  part  in  these  deliberations,  and  then  lie  left 
the  Department  to  resUme  his  career  as  a  diplomat  and,  became 
Ambassador  to  Portugal.  f 

I  wonder  now  if  ho  sometimes  does  not  wish  he  were  back  here^ 
dealing  with  the  complexities  of  HEW  instead  of  Jthe  complexities  of 
Portugal. 

Mr.  Kurzman.  I  do  not  know  about  that.  Senator  Stafford,  but  I 
can  sayx  we  miss  him  very  much  at  the  Department. 

Senator  Randolph.  Tnank  you  very  much.  Senator  Stafford. 

It  is  thought  that  some  of  the  money  that  may  have  been  better 
used  for  Federal  projects  and  programs  to  bring  services  to  handi- 
capped persons  has  gone  into  travel  expenditures. 

Would  you  be  able  to  give  us  some  breakdown  in  writing  of  the 
travel  costs  that  have  been  involved  as  you  have  administered  these 
programs?  ,  ^  -  ^  . 

I  am  not  saying  this  as. a  direct  criticism  of  you,  but  e.xpenditures 
for  travel  are  oeing  questioned  by  committees  here  on  the  Hill,  and 
properly  so.  Sometimes  travel  takes  dollars  away  from  services. 

Do  you  understand? 

Mr.  KuRZAiAN.  Yes,  Mr.  Chairman,  I  do.  And  we  have  been  asked 
that  question  on  other  subcommittees,  and  \ve  will  be  happy  to 
supply  that  for  the  record;- 
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I  assume  you  mean  both  at  the  State  as  well  as  the  Federarjevei?" 

Senator  Randolph,  Oh,  yes,  indeed.  /  ; 

Mr.  Kurzman,  Senator  Stafford  and  I,  as  we  have  indica/ed,  will 
have  questions  which  will  be  directed  to  you  for  response  by  letter.  ** 

Senator  Harrison  Williams,  the  chairman  of  this  committee,  has 
asked  that  I  say  to  you  that  he  will  also,  in  his  own  right, as  an  indi- 
vidual Senator  and  as  chairman  of  the  committee,  4iave\  certain 
questions  directed  to  you  for  response  by  writing.  .  >  -  - 

Mr.  KURZ.MAN.  We  will  be  happy  to  answer  those  7or  the  record, 
Mr.  Chairman. 

Senator  Randolph.  We  thank  you,  Mr.  Kurzman,  and  Mr.  Frank-^ 
Im  and  Mr.  Lynch. 

Wfe  look/forward  to  a  joint  effort  in  enacting  legislation  which  will 
benefit  developmentally  disabled  persons.  I  hope  that,  even  though 
there  are  differences  between  us,  we  can  modify  them  and  not  lose 
the  constructive  contributions  that  either  the  administration  or  the 
Congress  can  make.  It  is  the  responsibility  of  all  of  us  to  see  that, 
through  legislation  and  the  implementation  of  the  law,  these  people 
are^^ven  opportunities  so  that  they  can  become  as  independent  as 
possible  and  contribute  to  this  society,'  which  belongs  to  us  all. 

Mr.  Kurzman.  Thank  you  very  much.  Senator  Randolph  and 
Senator  Stafford. .    ,  ;  ' 

(The  prepared  statement  of  Mr.  .Kurznian  with  accompanying 
responses  to  written  questions  submitted  by  Senators  Stafford, 
Williams,  Javits,  and  Mondale,  and  additional  pertinent  material 
'supplied  for  the  record,  follow:]  ' 
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INTRODUCTION 


Mr.  Chairnuin  an<^  members  of  the  Subcomnlttee,  It  is  a  pleasure  to 
appear  before  you  once  again  to  disQuss  our  views  on  the  Federal  Govern- 
ment's 'role  in  the  developmental  disabilities  pi^o^raa}  and  to -present  our 
conmenCs  regarding  S.  462,  the  "Developmcntally  Disabled  Assistance  and 
"  Mil  of  Kights  Act."  ^ 

As  you  know,  the  authority  for  the  Developmental  Disabilities  program 
expired  on  June  30,  1974.    The  House  and  Se^e  passed  widely  differing 
billa  to  extend  this  program  during  the  las|:  Congress  under  the  same 
number,  H.R.  14215,  but  the  differences  betwean  the  two  versions  were 
such  that  they  could  not  be  resolved  in  conference.    This  year,  the  same 
bills  have  been  reintroduced  as  H.R.  4005  and  S.   ,62/  and  the  differences 
between  then  still  remain. 


I  am  sure  you  can  understand  our  cJesire  to  see  the  impasse  over  the 
extension  of  this  worthwhile  program  broken  so  that  both  we  and  the 
Sm'tcs  can  proceed  with  our  planning  free    from  Che  present  uncertainty; 
We  hiive  taken  a  new  look  at  our  own  position,  contained,  in  two  bills 
Introduced  during  the  last  Confjress  (H.R.  12892  and  S.  3011).  and  have 
<1cvelopod  a  new  bill  which,  we  feel,  is  an  improvement  that  can  be 
jicrcjJtcd  by  both  the  House  and  Senate.    Our  bili  has  been  introduced, 
at  our  request,  by  Senator  Stafford  as  S.1194* 

In  addition,.  Mr.  Chairman,  over  the  last  few  months  we  have  examined 
carefully  the  very  complex  qucstl^in  of  how  to  ensure  that  the  care 
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pcovldcd  by  Institutions  serving  developtnentally  disabled  persons 
meets  certain  necessary  standards.    I  believe  we ^ould  all  ^gree  ^that 
the  standard  of  care  providea  in  too  many  oi  ouy  institutions  today 

should  be  improved.    This  Subcommittee  has  attempted  to  address  this 

/ 

problem  In  Title  II  of  S    462,  as  have  several  members  of  the  House 
in  such  billa  as  H.R.  687.,    We  strongly  disagree  with  the  approach 
taken  in  these  bills.  / 

(>tjr  Department  has  undertaken  over  the  pasy^ear  the  massive  effort 
of  establishing  and  enforcing  standards  ioj:  the  1,250  residential  medical 
r.iciHtles  funded  under  the  Medicaid  program.    It  is  our  Judgment  that 
ftnplcmqntation  of  legislation  such  as  Title  II  of  S.  462  would  have  the  t 

I  '         '  • 

untowf^rd  effect  of  not  only  duplicating  and  slowing  the  efforts  already, 
undorw.iy,  but  In  fact  erasing  the  progress  that  has  been  made  thus  far. 
Wc  Relieve  that  pur  present  efforts  constitute  a  good  first  step  that 
sboijld  not  be  duplicated.    Rather,  we  should  be  looking  ahead  to  see 
how  wc  cnn  best  build  upon  the  foundation  already  established.    In  a 
few  minutes  I  would  like  to  discuss  99iEie  of  our  Ideas  on  this  subject 
with  you. 

XtfituH  of  Developmental  Disabilities  Program 

Kirnt,  however,  I  would  like  to  describe  briefly  some  of  our  current 
^icLlvltii's  under  the  Dcvcl6pmental  Disabilities  program.    As  you  may 
. know,  the  Developmental  Disabilities  program  has  been  administered 
by  the  Division  for  Developmental  Disabilities  in  the  Rehabilitation 
Services  Adminii.tration  (RSA) .    When  the  Rehabilitation  Services  Administration 
w;iK  tl^insf erred  at  the  beginning  of  last  month  from  the  Social  and 
Kehabilitatlon  Service  to  the  Office  fotyHuman  Development,  the  Division 
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for  Dcvcloinnental  Disabilities  was  transferred  with  lt«    We  are  now 
in  the  process  of  establishTng  a*  separate' Office  for  Developmental 
Disabilities,  .with  its  Director  reporting  to  the  Assistant  Secretary  for  ^ 
Human  Development. 

The  Deveifopmental  Disabilities  program,  as  you  know,  is  designed  to  achieve 

f 

three  basic  purposes.    The  first  Is  the  development  and  improvement  of 
planning  capacity. at  State  and  local  levels  to  utilize  effectively  the 
wide  range  of  resources  currently  available  .to  aid  the  developmet\^ally 
disabled*    This  Department  alone  is  providing  this  year  an  estimated 
$800  million  in  such  assistance  from  such  agencies  as  the  Office  of 
Education , the  Social  and  Rehabilitation  Service,  the  Office  for  Human 
'Development,  the  Health  Services  Administration,  and  the  National 
Institutes  of  Health,  and  even  more  assistance  is  made  available  by 
State  and  local  agencies.    One  aim  of  this  program,  then,  is  to  enhnnce 
the  capability  of  State  and  local  agencies  to  plan  for  the  use  of  all 
those  resources  in  a  coordinated,  effective  manner. 

Tlic  «ocond  basic  purpose  of  the  program  is  to  serve  as  a  catalyst  to  . 
Mt  Itnul.itc  the  expansion  of  services  for  developmentally  disabled  persons 
nt  the  State  and  local  level.    The  third  purpose  is  the  establishment  of 
.in  Integrated  network  within  which  services  at  the  State  and  local  level 
will  be  coordinated.    In  attempting  to  achieve  these  purposes^,  a  major 
emphasis  of  the  program  Is  on  the  authority  of  the  States  to  determine 
tlirii  own  Roals  and  the  methods  to  achieve  them.    This  flexibility  has 
ennblrd  Che  States  to  manage  the  program  effectively.  ^  , 
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State  Programs 

Fifty-five  States  and  Territories  have  designated  State  Planning  and 
Advisory  Councils  and  agencies  to  administer  planning,  acrviccs,  and 
construction  activities  under  this  program.    Approximately  $28  million-, 
or  91%,  of  the  $30.8  million  expended  this  fiscal  year  undec  Part  C  of 
the  Act  has  gone  directly  to  the  States  and  Territories.    The  States 
-*have  Indicated,  on  the  average,  that  they  will  use  73%  of  their  funds 
for  services,  25%  for  planning  apd  administration,  and  ,2%  for  construction. 

A  significant  trend  in  the  operation  of  the  program  has  been  the  increased 
c'rforts  by  many  States  to^  deinstitutionalize  developmentally  disabled^ 
porwons.    North  Carolina,  Wisconsin,  Washington,^  and  Calif,jrnla,  in 
Piirilcular,  have  all  emphasized  this  goal  with  success.    It  is  generally 
agreed  that  returning  the  institutionalized  individual  to  the  conmiunlty 
has  in  the  majority  of  cases  a  good  effect  on  his  rehabilitation.  »It 
is^c  .policy  of  HEW  to  encourage  deinstitutionalization  where  such  a 
pronram  is  consistent  with  the  capacities  of  the  individuals  concerned 
and  whore  the  home  community  can  provide  alternative  services.   Vc  plan 
to  conLimic  this  policy  in  our  administration  of  programs  for  the  develop- 
menuiJ  ly  disabled.  . 

nn_iv< £5 iLy>AfflHautl  Karilitios  foe  tho  Developmentally  Disabled 
Tin-  ptoj-rnni  present ]>  provides  Federal  support  for  interdisciplinary 
trnhUn^  In  irrstltuLlons  of  higher  learning.    It  is  similar  to  activities 
*uii poriod  in  the  Maternal  and  Child  Health  program.    Grants  may  be  made 
to  cover  the  costf*  of  administering  and  operating  demonstration  facilities 
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and  tralning,„program8  for  personnel,  needed  to  render  specialized  aervicea 
to  persons  with  developmental  disabilities.    This  year  $«,250,000  has  been 
made  available  for  training  programs. 

Among  the  professional  dlaclpllncs  trained  in  these  facilities  are  medical 
licrsonrtel,  dentists,  nMrses,  speech  and  hearing  therapists,  nutritionists, 
physicai  therapists,  occupational  therapists,  rehabilitation  apcciallatri 
8pccial  educators,  psychologista,  social  workers,  and  recreational 
specialists.    Each  facility  is  encouraged  to  conduct  a  comprehenaive  program 
KO  that  each  discipline  involved  In  the  habilitation  and  rehabilitaton 
of  the  dcvelopmentally  disabled  may  be  fully  familiar  with  the  contributions 
of  the  other  disciplines. 
Administration's  Bill 

i^ow,  Mr.  Chairman,  I  would  llkt:  to  discuss  briefly  S.  119A,  the  bill 
proposed  by  the  ^ministration.    In  general,  our  bill  follows  the  format 
of  Title  I  of  S.  462.    However,  as  we  have  indicated  on  several  occaaiona 
In  the  past,  there  arc  a  numbei  of  features  of  Title  I  of  S.  462  which 
cmiBo  us  Kcrious  concern.    Some  of  the  major  differences  'between  S.  119A 
;ind       462  arc  as  follows: 

'Organizational  Requirements  . 
Our  bill  would  not  Include,  ns  does  S.  462,  a  requirement  that  an  Office 
of  Developmental  Disabilities  be  established  in  the  Office  of  the  Secretary. 
An  I  noted  earlier,  we  arc  already  taking  steps  to  establish  such  a 
f;epnr;itc  office  in  Lho  Office  of  the  Secretary,  making  this  provision  of 

■5 

t 

8.  4fi2  unnecessary.    However,  T  cannot  stress  too  strongly  our  strong 
opposition  to  any  legislation  contai^ilng  rigid  organizational  requirements 
which  limit  the  flexibility  of  the  Department  In  the  management  of  Ita 
pro^>rnms . 
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Our  bill,  like  S.  462,  would  Includtautlwi  In  the  definition  of  developmental 
'  dlsabllltlL<»^    H^ever,  unlike  S.  462,  It  would  not  Include  specific 


learnitig^ 


disabilities  In  the  definition,  nor  would  It.  remove  the  require- 
/  -  .  ,       .  '  , 

ment  that  disabilities  covered  under  the  Act  be  neurological  condltlona. 

y  As  I  utated  in  my  testimony  before  this  Subcommittee  latt  May  1,  we  do 

not  object  to  these  changes  provided  tluit  peraons  would  still  have  to'meet. 

in  order  to  be  covered  under  th«2  Developmental  Disabilities  program/  the 

three  requitemcnts  listed  in  th»2  definition:    that  the  disability  .originate 

before  age  18,  that  it  can  be  e:?pected  to  continue  indefinitely,  .and  that 

it  constitute  a  substantial  handicap  cs  newly  and  more  explicitly  defined 

Jn  S.  462..    We  understand  that  under  this  definition  those  services  which 

are  provided  under  other  programs,  such  aa  education,  mental  health, 

^     or  vocational  rehabilitation  services,  art  not  provided  under    this  program. 

This  approach  will  limit  the  program  to.thoat  now  being  served  in  order  to 

rc^walntaln  the  sharp  focus  of  this  program- on  ita  legitimate  target  group 

and  will  prevent  the  program's  resources  from  being  unduly  diffused  over 

a  wide  range  of  Indlvlduala  as  a  result  of  an  otherwiae  vague  definition. 

University  Affiliated  Facilltiea- 
Our  b/ll  would  not  Include,  as  would  S.  462,  an  authorization  for  granta 
lor  renovation  and  construction  of  univeraity-af filiated  facilities.  These 
grants  were  needed,  in  the  original  Act  to  foster  the  initial  construction 
of  these. facilities.    However^  f;ince  many  such  facilities  now  exiat,  thia 
Kodoral  assistance  is  no  longer  needed.    Moreover,  this  authorization  haa 
not  been  funded^  for  the  last  f«f  yeara^  and  we  therefore  see  no  Justification 
^     for  continuing  it.    Instead,  ve  recommend  that  funds  available 

fur  university-affiliated  facil.^tie^  be  uaed  for  demonstration  and  training 
grants  for  such' facilities. 
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The  authority -for  grants  to  university-affiliated  facilities  the 
Admini«trntlon*s  bill  would  be  similar  to  that  Cfntained    in  current 
law,  except  that-*the  emphasis  of  such  projects  would  be  focused  on 
Interdisciplinary  training  pre grains  and  other  demonstration  training 
projects  and  would  not  include  the  administration  of  demonstration  facilities. 

We  disagree  with  the  contention  of  this  CdniDittee,as  expressed  in  the 
'^Comdtteti  report  on  H.R=.  1A215  during. the  last  Congress,  that  the  UAF 
.program  was  created  prlpaflly  to  provide  services  to  the  dcvelopmentally  '' 
disabled.    We  beTMve  that  the  primary  goal  of  this  program  has-been, 
nnd  shoiiid  con^nue  to  be,  to  provide  training  for  professionals  who  work 
with  dcvelopmentally  disabled  persons.    We  believe  that  the  Satellite 
Center  program  that  would  be  established  by  S.  462  is  not  in  line  with 
this  basic  training' objective  of  the  UAFs. 

Declining  Federal  Match  ^' 
We  propose    In  our  bill  that  the  Federal  matching  share  for  State 
Rrants  under  the  Developmental  Disabilities  program  be  gradually  reduced 
frofd  seventy  percent  in  1975  to  sixty  percent  in  1976  and  fifty  percent 
In  1977.    Wc  believe  it  is  appropriate  for  State  and  local  governments 
Lo  assume  nn  Increasingly  greater  degree  of  responsibility  for  service 
projaams  that  affect  their  citizens,  and  tl)dC  they  should  progressively 
increase  chelr  share  of  support  Kor  chetje  programs. 

National  and  State- Advi^on'V  Councils  ^/  ^ 

The  proviPlons^in  S,  1194         pertaining  to  the  National  Council  on 
Services  and  FacUitleo  f or  ,the  Dcvelopmentally  Disabled  and  the  State  planning 
and  advisory  count. lis  would  cir.jody  current  law  rather  than  the  expanded 
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provl«ions  contained  in  S.  462.  .         We  believe  that  such  expanded 
functions  are  Inappropriately  asilgned  to  s^ich  councils  because  they 
vest  operational  authority  in  the, councils  which  would  Impede  the  effective 
administration  of  these  programs  by  the  responsible  Federal  and^State 
ofCiclals. 

 yedoral  Approval  of  ConsWuctlon  Projects 

The  Administration's  bill  would  eliminate  the  requirement  for  Federal 
approval  of  construction  projects  under  the  State  g/ant  program.  The 
deletion  of  this  requirement  Is  In  accord  with  our  objective  of  returning 
responsibility  to  State  and  local  governments  whenever  It  is  appropriate 
to  do  so.  '  • 

^       -Time  Limitation  for  Regulations  Promulgation 

S.  462  would  require  ^the  Secretary  to  promulgate  final  regulations  Imple^ 
'-mentlngTitle'I  within  90  days  of  the  bill's  enactment/   Because  of  the 
need  to  consult  with  Interested  parties  and  to  lss>ie  a  notice  of  proposed  ' 
rulemaking  before  those 'regulations  can  be  put  Into  effect,  we  regard 
such  a  time  limitation  as  unreallstlcally  short  and  as  a'^serlous  Impedlmeut 
to  tho  promulgation  of  effective  regulations.  ^Moreover,  this  provision 
repro«enLH  another  potential  limitation  on  the  flexibility  of  the  Department  - 
to  mnnap,c  Uh 'programs.    Therefore,  w?  hnve  Included  no  such  provision  in 
our  bilJ .  *  y 


~.RvaIu;ition  of  Services 


Our  bill  would  require .the  Secretary  to  develop  not  later  than  February  1, 
1977.  a  design  for  a  comprehensive  evaluation  system  to  be  implemented 
by  thP^Stntes  in  phases.    Each  State  receiving  funds  under  this  Act  would 
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be  required  to  Implenent  the  first  phase  of  that  system  not  later  than 
.October  1,  1977.    We  believe  that  such  an  approach  to  evaluation  Is  more 
realistic  and  effective  than  the  unworkable  requirement  In  Section  121  of 
S.  462^for  the  development  by  the  Secretary  within  eighteen  months  of  an 
evaluation  system  and  plan  for  Implementation  thereof  which  would,  be  a 
model  for  State  evaluation  systems  for  all^servlces  dellver^.d  to  persons 
'  wlth'developmental  disabilities.  * 


Special  Projects  Authority 

Our  blll^wculd  provide  a  special  projects  authority  whlcl)  would  Include 
authority  for  the  Secretary  to  fund  projects  of  special  national  significance. 
The  ten  per  cent  set-aside  for  this  purpose  in  the  State  grant  portion 
, of  the  Acty  which  exists  in  present  law  and  which  would  be  continued 
under  S.  462,  would  therefore  be  deleted. 


Consonant  with  the  aim  of  Inducing  greater  State  and  local  involvement, 
the  Administration  bill  proposes  terminating  Federal  support  for 
Individual  special  projects  after  threc^i  years  of  initial  assistance. 

11 

This  provision  will  give  St^ates  and  localities  greater  incentives  to 
scrutinize  these  programs  and,  evaluate ^ their  effectiveness. 

In  addition,  our  bill  would  provide  that  projects  funded  out  of  this 
Hpccial  project  grant  authority  could  not  receive  funding  under  Section 
304  of  the  Rehabilitation  Act  of  1973  or  Section  3b3(a)(2)  of  tKe^Public 
llcnlth  Service  Act.    These  are  the  two  authorities  under  which  service 
projcctf)  tire  presently  funded.    Since  we  are  proposing  to  create  a  new 
project  grant  authority  for  the  devclopmentally  disabled  to  replace 
thcHc  present  authorities,  We  feel  that  these  authorities  should  not  . 
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continue  as  a  source  of  funding  for  such  projects.    S.  462  would  eliMinatc 
Section  30A  of  the  Rehabilitation  Act  as  a  funding  souirce  for  these 
proJe%ct>  but  not  Section  303  of  th^  Public  Health  Service  Act.< 


Authorizations 


Lastly »  our  bill  would  provide  for  authorizations  of  appropriations  which 
would  correspond  to  the  amounts  set  fprth  for  these  programs  In  the 
President's  budget  for  fiscal  year  1976.    Thus,  our  bill  would  authorize 
the  appropriation,  of  a  total  of  §160.9  millfon  .through  1977.    Of  this 
nmount,  $12.5  million  for  special  projects  has  already  been  appropriated 
for  1975  m  P.L.  93-517,  the*Labor-HEW  appropriations  bill,    the  Senate. 
bHl>  on  the  other  hand,  extends  the  program  through  1979  with  total 
author izatlono  of  $710.7  million.    We  believe  that.  In  light  of  the  many 
demands  on  the  Federal  budget  .an«i  the  severe  Federal  deficits  which  we 
are  facing  In /the  upcoming  years,  the  authorizations  In  S.  462  are  far 

too  high,  t  ^ 
Quality ,  Assurance 

Now,  Mr.  Chairman,  I  would  like  to'  turn  to  the  very  complex  subject  \ 
of  quality  assurance  In  facilities  providing  care  for  developmentally' 
disabled  persons.    The  point  I  would  like  to  empfiasize  once  again  for 
x.\\\  Subcommittee  is  that  our  Department  is  presently  undertaking  a  far- 
reaching  effort  to  upgrade  the  q^iality  of  care  provided  to  developmentally 
dlBablca  persons  in  medical  or  r'Jhabllltative  residential  institutions. 
Oil  Janunry  17,  1974,  we  published  regulations  establishing  extensive  , 
standards  for  Intermediate  Care  facilities  for  the  Mentally  Riitarded 
(ICK-MR*»),  and  we  ar.e  now  engagi»d  in  the  major  task  of  implementing 
them.    These,  standards,  which  we  believe  largely  Implement  the>  same 
obJcciJves  as  Title,  II  of  the  Senate  bill,  relate  to  habilitative  services, 
medical  care,  fire  safety,  physical  environment  and  sanitation.  They 
II Im  at  assuring  that  residents  o£  ICF-MR*s  receive  an  array  of 
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•ervl.cea  keyed  to  their  i:idiLvidual  needs  so  that  they  may  reach 
their  aaxiiRum  potential.    These  regulations  will  h^ive  a  substantial 
Impact  on  the  well-bel  .g  of  thq  marv  thousands  of  developmental ly 
did'>bled  persons  who  reside  5n  such  facilities. 

The  ICF-MR  regulations,  which  arc  based  on  the  recoimnendatlons  of 
the  Accreditation  C*,uncll  for  Facilities  for  the  Mentally  Retarded 
of  clie  Joint  Connlssion  rn  Accreditation  of  Hospitals,  were  issued 
under  Title  XIX  of  the  Social  Security  Act.    Consequently,  they 
apply  t/all  ICF-MR's  ceitlfied  for  Medicaid  reimbursement.    Imple-  ' 
mentation  of  the  standards  must  be  completed  by  March  1977.  This 
phase-in  period  will  allow  many  facilities  to  complete  the  expensive 
and  time-consuming  renovations  which  the  regulation^  will  necessitate. 
Each  intermediate  care  facility  approved  to  participate  in  Medicaid 
must,  no  later  than  March  1975,  have  a  detailed  plan  for  meeting  the 
requirenenrs'by  1977.    If  it  does  not  progress  in  accordance  with  that 
plan,  It  will  be  barred  from  continued  participation  in  the  Medicaid 
program.  ^  • 

Our  experience  in  developing  aad  implementing  these  regulations  indicates 

O 

that  the  level  of  detail  of  the  standards  represent  the  limit  that 
.realistically  can  b^e  expected  of  the  network  of  facilities  serving 
the  developmental ly  dlsAbled'.    While  we  recognize  that  the  ICF-MR 
standards  alone  will  not  succeed  in  raising  the  quality  of  care  in 
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all  our  Inscitutlons  ttrving  Che  develop«ent«lly  dltsbled,  vt  ^ 
believe  that  to  go  beyond  these  standards  in  the  vay  that  Title  II 
of  S.'462  proposes  to  do  would  be  to  aake  unrealistic  dwands  oa 
the  thousands  of  agencies  and  facilities  involved.    Such  dcaanis 
could  result  in  a  sajor  disruption  In  the  delivery  of  services  to 
the  devtlopMn tally  disabled  and  create  considerable  confusion  and 
i^ncertainty  for,  and  in  neny  cases  temlnation  of  services  provided 
by,  individual  fscllities  end  agencies. 

LasfV^ar,  we  prepared  ^a  rather  detailed  analysis  of  Title  II  of 
.the  Senate  bill,  which  is  attached  ^o  the  letter  transtaitting  to 
the  Congress  our  new  bill  to  extend  the  Developmental  Disabilities 
Act.    A  copy  of  that  letter,  with  the  attached  paper,  has  been  forwarded 
to  each  ncnber  of  the  Subcoiii&lttee.    While  our  objections  to  that  Title 
are  described  In  detail  In  the  paper,  I  would  like  to  cite  Just  a 


few  examples  of  the  dlsaatrous  results  which  would  ensue  froo* 
ensctment  of  that,  legislation. 

1.  .  Section  204  authorizes  the  Secretary  to'^raake  grants  to 
assist  States  in  bringing  publicly  operated  and  Federally  assisted 
residential  or  comunlty  facilities  and  agencies  into  compliance 
with  the  Title  II  standards.    While  the  number  of  fad 11 it lei  affected 
by  Title  II  Is  unknown,  for  the  purposes  of  preparing  cost  estimates 
we^  have  estimated  that  at  least  6,000  facilities  are  Involved.  A 
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conservative  estimate  o|E  tht  amount  needed  by  each  residential 
Int^tltutlon  over  5  years  to  bring  itself  into  compliance  with 
the  Title  II  stfandsrds  would  be  $1  million.    Thu^,  at  a  minimum 
the  cost  of  bringing  each  s^acillty  into  compliance' with  these 
standards  would  l)e  $6  billion.    This  total  would  be  reduced  to 
aoproximately  $1,250  billion  if  only  residential  facilities  which 
provide  medical  "-.rvices  received  tHe^  financial  assistance;  however, 
this  lower  figure  does  not  take  into  account  thousands  of  facilities 
providing  personal  care  and  thousands^ of  co«Dunity  sarvlce  a(encieS| 
all  of  which  would  be  affected  by  Title, ir. 

2.    Section  205  of  'S.  462  would  R^rmit  "Federal  assistance  payments 
authorized  under  Federsl  law"  to  "publicly  operated  or  assisted 
facilities  for  the  developmentally  disabled  only  If"  the  facility  pro- 
vides evidence  that  such  payments  have  not  resulted  In  nor  will  result  * 
In  any  decrease  in  per  csplta  State  and  local  expenditures  for  services 
for  the  developmentally  disabled  which  would  otherwise  be  available 
to  the  facility.    While  we  do  not  object  to  the  concept  of  maintenance 
of  effort  requirements,  we  believe  that  perpetual  maintenance  of  effort 
obligations  are  undesirable.    Moreover,  we  object  to  this  particular 
provision  because  we  feel  It  Is  inequitable  to  hold  an  individual  facili- 
ty responsible  for  sssurtng  that  Stste  payments  to  the  facility  do 
not  decrease.    In  addition,  it  is  possible  that  this  section  would  not 
accomplish  its  desired  effect  since  there  is  no  sanction  to  be 
applied  against  States  who  fail  to  maintain  total  current  ex- 
penditures fot  the  developmentally  disabled. 
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3.    Section  206  of  S.  A62  would  authorize  the  withholding  of 

all  Federal  payments,  whether  direct  or  indirect,  to  any  program  of 

c 

ccmmuuity  care  or  residential  facility  tor  individuals  with  devel- 
opmental disabilities  unless  it  meets  the  standards  established, 
by  Title  \1  within  five  years.    Our  principal  concern  with  this  provision 
Is  that  it  could  result  in  a  major  disruption  in  the  delivery  of  services 
to  riie  developmentally  disabled  and  to  others  in  facilities  which  receive 
Federal  relmbui j»-tnent  for  services  rendered.    This  provision 
would  create  considerable  confusion  and  uncertainty  for  both 
States  and  Individual  facilities  and  agencies  which  are  currently 
in  the  midst  of  planning  for  and  implementing  the  existing  Federal 
ICF  standards.    In  addition,  because  Section  206  would  apply  to 


facilities  receiving  Medicare  and  Medicaid  Reimbursement,  it  could 
create  nardships  for  the  nondevelopmeptally  disabled  populations 
receiving  services  in  such  facijl-i'tles;  since  it  could  result  in 
a  facility's  loss  of  Medicifre^  or  Medicaid  funds  for  all  of  its 
patients.    Lastly^^tliis  provision,  since  it  would  apply  to- so 
many  different'  facilities  and  so  many  sources  of  Federal  funds, 
woul,d-^eate  an  overwhelming  administrative  burden,  since  resi- 
dentlirl  and  community  facilities  and  programs  receive  Federal  » 
funds  from  a  variety  of  State  and  local,  as  well  as  Federal,  agencies. 
Effective  enfe^rcement  of  the  withholding  of  Federal  funSs,  particularly 
enforcement  with  respect  to  funds  paid  Indirectly  as  a  result  of  revenue 
sharing,  would  require  a  massive  monitoring  and  tracking  effort, 
involving  a  great  Increase  1^  Federal  regional  jcaanpower. 
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*      ^     Section  211  of  S.  A62  rtqulrti  individual  written  hmbilitation 

plana  to  be  developed  and  modifitd  at  "frequent"  intervals  on  bahalf 

of  each  developmentally  disabled  peraon  who  is  residing  in  a  residential 

,    facility, '^COTmunicy  facility,  and  agancy  to  which  the  Title  II  standards 

apply*   Ve  estimate  that  the  coat  for  an  initial  evaluation  of  an 

individual  would  be  §400,  based  on  the  services  of  a  A-rman  baaic  team 

working  one  half  of  a  day.    Quarterly  evaluations  would  be  an  estimated 

$100  each.    The  f<-st-year  cost  for  tha  habilitation  plan  would  therefore 

ba  an  astlnated  $700  per  person,  or  a  total  of  $5.6  billion,  based  on 

an  astimattd  population  of  8  to  8.5  million  persons.    This  estimate 

* 

of  tha  affected  population  is  considered  conservative;  other  estimates 

have  placed  the  target  population  at  20  million. 

Wot  only  would  tha  cost  of  Section  211  be  prohibitiya, 
bMt  it  would  require  measurement  in  areas  where*  asoestment  is 
difficult  to  make,  such  as  affective  and  cognitive  developmerit. 
There  are  only  a  few  personnel  trained  well  enough  to  make  the  ^  x 

sort  of  assessments  required  under  this  aection. 

5.    Section  212,  would  require  thai  each  developmentally 
dtsabled  person  served  by  a  'facility  or  , agency  be  assigned  a 
"T^ram  coordlHi^tor  resl^oHftble  for  implementation  of  the  person's 
individual  written  habilitation  pUn.    For  an  estimated  population 
of  8  million  persons,  1.3  million  highly^ trained  health  personnel 
would  have  to  be  available  to  serve  as  program  coordinators.  More- 
over';  as  I  indicated  earlier,  these  personnel  would  have  to  be 
exceptionally  well  trained  in  order  to  perform  the  functions 
required  by  Title  II.    This  number  of  highly  trained  personnel 
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Ht,  Ch«lnMn»  I  think  you  can  ttt  that  the  retourcfcs  in  terrna  of 
^menpower  and  awney  that  vould  be.  needed  to  enable  the  many  facllltlea 
and  agenclea  affected  by  Title  II  to  comply  with  the  requirement  of 
that  Title  are  not  available •    I  greatly  fear  that^the  result  of 
placing  such  clearly  unrealistic  deiunds  on  these  facilities  would 
only  result  In  their  refusal  to  pr^lde  any  care  at  all  for  develop- 
ment a  lly^dlsabled  persons.    Such  a  result  would.  In  my  opinion,  be 
clearly  undesli-.  .e  and  counter  to  the  objectives  that  both  the 
.ongrei»s  and^hc  Ad«lr -ftratlon  share  -    Improved  care  for  these  " 
persons,  ^• 

We  believe  that  we  should  be  looking  to  the  next  step  to  be  taken 

beyond  the  existing  ICF  quality  assurancj?program,'>  It  Is  our 

judgment  that^^Ke  next  Initiative  In  quality  assurance  needs  .to 

f$5us  on  the  residents  thenUelves,  to  ensure  that  they  are  receiving    '  . 

and  responding  to  effective  programs  of  care  ,that^  are  helping  th«i 

to  develop  and  to  reach  thalr  potential  as  fully  as  possible  We 

refer  to  this  approach  an  the    outcome    approach  of  quality  assurance, 

wherein  we  seek  to  measure  a  facility's  performance  by  the  results 

It  produces  with  Its  residents.    While  we  have  long  bc«n  committed  to  such 

an  "outcome"  approach    -  Indeed,  this  Idea  received  considerable 

discussion,  xn  the  Department  «t  the^time  the  ICF  regulations  were 

being  developed  —  ve  have  lacked  the  technological  ability  to  - 

Implement  It.    However,  recent  developments  In  the  developmental 

disabilities  field  —  some  of  which  occurred  in  projects  sponsored 

by  mt      hold  premise  that  we  can  move  in  this  direction.  Unfortunately, 
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technology  will  not  allcw  Uf  to  adopt  natloxMiI    outco«i    ataskdarda  auch 
aa  choae  propoiad  by  Part  1  of  Tltla  II  of  S.  462,  but , an  outcona  approach 
doei  conftitute  the  next  naceiaary  atap  in  our  afforta  to  ralaa  tha 
atandard  of  care  for  Cba  davalopMntally.^diaablad.,  Wa  ballava.ve 
Should  have  authority  to  wowt  in  this  direction  ai  the  approach- 
is  validated.    For  the  reaaoni  stated  above,  va  strongly  oppose 
the  enactment  of      462  and  urge  instead  the  pronpt  enactnent  of 
the  Adtninistration's  bill  as  an  effective  instrunent  for  neeting 
Che  needs  of  the  developnentally  disabled  population. 

0 

This  concludes  ;ny  statement,  Mr.  Chairman.  My  colleagues  and  Z 

will  be  pleased  to  answer  any  questions  you  and  your  Subcomnittee 
members  may  have.         ^         o  j  . 
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DtpartoGnt  of  HEW  Responses  to  Questions  Posed  tor  Assistant  Secretary 
Stephen  Kur^stman  by  Various  Members  of  the  Subconunittee  on  th«  Handicapped 

Senator  Stafford        .     ^  ^ 

Q:    (FroB  paje  40  of  Transcript  of  Proceedings  of  ^^arch  18  hearing). 

You  say  that  'Ve  believe  that  such  expanded  functions  ara 
inappropriately  assigned  to  such  councils  because  they  vest 
oparational  authority  in  the  councils, which  would  impede  the 
effective  adoinistration  of  these  programs  by  the  responsible 
Federal  and  State  officials.''    This  is  under  the  subject,  '*Nationalt 
and  State  Advisory  Councils.*'    Could  you  detail  for  us  tha  functions 
incorporated  in  S.  A62  which  apply  especially  on  a, State  level? 

A:    In  general)  we  object  to  soDe  of  tlie  provisions  in  S.  462  outlininji 
tne  functions  of  the  State  Planning  Councils  because  ve  believe  that 
they  assign  to  the  Councils  a  scope  of  authority  that  ia  excaaaively 
broad.    These  provisions  would,  we  believe,  subatantially  diffuse 
the  operational  authoVicy  of  the  agencies  in  ttta  States  charged  with 
adcinistrering  the  Developaental  Disabilities  program  aa  vail  aa 
thofft  adttiniatering  other  programs. 

For  example^  clause  115(b)(3)  would  requira  the  State  Flanning 
Council  to  establish  priorities  for  the  distribution  of  funds  for 
programs  for  persons  with  developmental  disabilities  within  each 
State.    The  scope  of  this  provision  is  unclear,  for  it  could  be 
interpreted  to  give  the  State  Planning  Council  the  authority  to 
establish  spending  priorities  for  all  spending  programs  affecting  Che 
developmentally  dit^sbled  (including  Medicaid,  Maternal  and  Child 
Health,  education,  social  services,  etc.).    Clearly,  such  broad 
authority  v-ould  be  obstructive  and  undesirable. 

Clause  lis (b)(4)  would  require  that  the  State  Planning  Councils 
review  and  consent  on  all  State  plans  vhich  relate  to  programs 
affecting  persons  with  developr.cntal  disabilities.    Again,  this 
provision  would  diffuse  the  operational  authority  of  socce  of  tha 
■ajor  Sjtate  agencies  vith  the  rcspor.sibility  for  adninisJCering  such 
programs  as  education  and  Medicaid.    ^loreover,  the  Councils  meet  too 
infrequently  and  often  lack  the  expertise  to  provide  the  extensive 
review  and  coment  required  for  all  such  State  plans.    Finally,  we 
believe>  that  this  requirement  is  unnecessary  since  the  Qake->up  of 
the  Councils,  as  specified  in  S.  462  is  adequate  in  itself  to  insure 
proper  coordination  among  programs. 

Subsection  115(e)  would  require  the  State  Planning  Council  to  approve 
the  design  for  implementation  of  the  State  plan.  .This  provision  would, 
clearly  grant  the  State  Council  authority  over  the  operation  of  the 
.State  agency.    Such  an  er.tensicn  of  the  Council *s  authority  yould  be 
inappropriate  and  undesirable. 
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Senator  Uillidros:    Question  1  , 

<  '  :< 

Q:    What  do.  you  believe  the  Fwieral  role  is  -Va  ensuring  that  the  rights 
'    of  individuals  in  residential  or  cocanunity  ^facilities  are  protected? 

A:    In  responding  to  this  question  va  will  limit  ourselves  to  the  role 
of  the  Department  of  Health,  Educationcand  Welfare.    As  you  i^now, 
a  nultiplicity  of  Federal  agencies  are  involved  in  the  protection 
of  tha.righta  of 'Individual^  in  these  facilities—including  the 
Dapartments  of  Justice,  tal{^,  Housing  and  Urban  Development, 
I>efenae»  and.Transportat^on^ACong  others*    The  role  of  this 
Depaiitment  in  ensuring  that  the  rights  of  individuala  in  reaidential 
or  C(PnBunity  facilitiea  are  protected  includes  the  folloving: 

1..  'The  eatabliahnent  through  regulations  of  unifor*  standarda 
governing  reaidential  and  community  facilitiea»  and  the  enforce- 
mant  of  auch  standards  through  propar  monitoring  mechanisaa.  Tha 
Department  has  eatabliahed  standards  through  tha  ICF  regulations,- 
the  "Fatient  Bill  of  Righta"  regulationa  for  akilled  nursing 
facilitiea  and  intermedia ta  care  facilitiea.  Federal  requirementa 
relating  to  the  removal  of  architectural  and  tranaportation  barriers, 
and  regulationa  establishing  the  protection  of  human  subjects. 

The' effort  of  establishing  and  enforcing  standarda  alao  involves 
auch  actlvitiea  as  assisting  in  the  training  of  aurveyora,  and 
aaaiating  in  the  education  of  providers,  professionals  in  the  field, 
consumers,  consumer  advocates,  and  the  general"  public  regarding 
Federal  requirements.  >^  ^  ' 

2.  Aaaisting  in  the  education  of  consumers,  consumer  representatives, 
providers,  pro'fession^ls  in  the  field,  find  the  general. poblic  to 
recognize  the  rights  o'f  the  developmentally  disabled  and  develop 
effective  means  for  protecting  those,  rights.    This  is  done  through 

a  variety  of  methods  including  development  of  materi«!Cs,  technical 
assistance^activities,  meetings,  and  training. 

3.  Assisting*  in  the  development  of  effective  mechanisms  for-protect^ng 
individual  rights  such  as  the  funding  of  projects  relating  to  client 

'advocacy. 

■  t' 
A.    Working  vith  Interested  groups  and  the- public  to  identify  problens 
relating  to  protecting  the  rights  of  the  developmentally  cficabled,  and 
to  develop  solutions  to  those  problems.    Providing  both,  technical  and 
financial  assistance  in  joint  efforts  between  states,  knowledgeable 
citizens  and  groups,  and  the  Federal  government. 

5,    Promoting  recognition  of  the  rights  of  the  developmentally  disabled. 
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> Senator  Willlans;    Question  1  (coat,)  •      .      -  ' 

,   ^  '     -  '  I 

6,  Providing  technical  assistance  to,  public  and  private  agencies 
and  organizations  ensuring  jthat  rights  of  individuals  In  reaidential 
and  conmunlty  facilities  are  protected— e.g.  Department  of  Justice, 
atata  enforcement •agaaciesi  consuner  advocates, 

7.  Evaluating,  studying  apd  researching  problems  relating  to 
protection  of  indivldurl  rights  in  residential  or  comnunicy 
faciliciea  and  developing  solutions  to  those  problems. 
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Senator  Vlilllams;    Question  2 


():    You  say  that  the  Administration  has"  reviewed  very  carefully  yhat 
heeds  to  ba  dona,  and  that  the  standards  of  care  should  be  improved. 
What  action  steps  would  you  take  or  do  you^plan  to  taka  to  inprovc 
that  care?  o 

ii    We  are  engaged  in  a  variety  of  activities  related  to  laprovinf  the  " 
•atondard  of  care.    As  you  know,  survey  and  certification  of  inter-  ' 
iiediate  care  facilities  under  the  first  phase  of  the  revised  ICF 
requirements  is  occurring  this  year.    This  will  be  followed  by  an 
enforcenent  effort  to  assure  that  facllities.for  the  Bentally  retarded^ 
or  persons  with  related  conditions  (ICF-MR's)  are  progrissing  as  the 
reguUtions  require  toward  cbmpliance  with  the  second  phase  of  the 
ICF-^a  requirements,  which  must  occur  iy  lUrch  1977.    The  survey 
^end  certification  activities  are  being  carried  out  by  the  State 
survey  and  Medicaid  agenciea.    There  yill  be  careful  Federal  ionitoriM 
°L5     ^''t*'    activitiea  in  this  ^rea  through  the  Kegicnal  Director 
offices  in  each  region.  ,     /  .  « 

During  the  survey  and  certification  process,  ve  will  also- be  pro- 
viding technical  assistance  to  helof  assure  that  the  Federal  standards 
are  understood  and  the  available^esources  are  used  in  the  Dost  effec- 
tive way>  in  order  for  the  Federal  standards  to  be  net.  Additionally, 
we  have  been  and  will  continue  to  evaluate  gaps  between  the  JCAH  and 
ICF  standards  and  the  level  of  actual  functioning,  not  only  in^facili- 
tiea  participating  in  the. Medicaid  progran  but  in  a  variety  of  other  ' 
residential  facilities.    i:e  also  have  been  and  will  continue  to 
ascertain  the  gaps  between- the  JCAH  standards  for  cotaaunity  facilities 
and  agencies  and  actual'  functioning  of  agencies  in  that  category. 
This  evaluative  activity  is  occurring  under  a  contract  with  the  v 
JCAH.    As  a  consequence  of  these  and  other  research  and  denonstra-  \ 
tlon    and  contract  activities,  and  in  light  of  other  experience  we 
will  be  gaining  -^-ith  the  new  ZCF  regulations,  we  will  be  reviewing- 
the  ICF  requirements  and  modifying  thta  as  appropiriate.    ;7e  will 
also  be  considering  the  experience  gained  under  then  in  determining- 
what  steps  should  be  taken  with  respect* to  other  services  provided 
to  the. developr.encally  disabled. 

We.  are  also  engaged  in  an  ongoing  assessment  of  the  services'^  for  the 
developnentally  disabled  on  a  State-wide,  as  well  as  on  a  nation-wide, 
basis.    This  assessnent  is  being  carried  out  by  the<,pD  State  Councils, 
our  National  Advisory  Council,  and  Departnent  staff  in  coordination 
with  bther  Federal  departaents.  State  agencies  and  public  and  private 
organizations.    Included  in  this,  assessnent  process  are  the  identi- 
fication of  existing  services,  gaps  in  services,  areaa  in  which 
quality  should  be  inproved,  and  effective  service  progxuuas  which  can 
be  used  as  nodels;  the  coordination  of  existing  resources  to  develop 
services  to  fill  gaps  identified  and  to  inprove  the  quality  of 
services  (this  process  includes  the  identification  of  available 
Federal. and  othir  resources,  the  developaeht  of  Federal  "blueprints" 
for  accessing  services,  and  assuring  that  resources  which  are  avail- 
able are  in  fact  utilized);  and  tne  development  of  proposals  for 
new  projects.  ^ 
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Senator  Williams;    Question  2  (cont,)  ' 

*       We  are  engaged  In  enforcenent  of  a  variety  of  Federal  requirements 
outside  of  the  ICF  area  which  affect  the  standard  of  care  given 
to  the  developmental ly  disabled— aaong  these  the  Federal  require- 
nenta  relating  to  architectural  and  transportation  barriers  and 
tha  protection  of  hunan  subjects  In  research. 

We^  are  funding  a  variety  of  research  and  demonstration  projects 
and  contracts  alned  at  the  Inproveiaent  of  existing  standards. 
example,  we  are  funding  projects  which  |>roal8e  ta  lead  to  the 
development  of  nore  effective  ceans  of  aacertalnlng  whether  good 
quality  care  la, being  given  (these  are -'perfomance  evaluation 
-«—^proachea  which  are  discussed  at  greater  length  In  our  response 
t(r^miDir?T)=Io==**tt^lon^^^ 


and  funding  client  advocacy  projecta.  ,  From, the  reaults  we  obtain 
fro*  these  projects  and  contracts  we  will  be  able  to 'determine 
what  additional  Information, we  heed  In  order  to  improve  the  standard 
of  care  snd  to  monitor  the  atandard  of  care  more  effectively.  We 
%^ir  aliip  derive  Information  which  will  enable  us  to  modify  cxlatlng 
requlreiienta  to  make  then  more  effective.    We  are'  also  working  with 
tha  Department  of  Justice  to  assure  that  the  right  to  treaCoeut  of  . 
tha  development ally  disabled  Is  protected.  I 

Out  of  an/analgatn  ,of  these  activities  we  are.  In  coordination  with 
others,  creating  an  action  plan  for  addressing  the  problems  of  the 
developnen tally  disabled  which  builds  on  experience  gained  under 
our  new  requirements,  research  and  demonstratlcn  efforts,  and  thei 
cs:pcrlence  of  others  to  improve  our  present  requirements  and  to  ^ 
develop  methods  for  assessing  the  standard  of  ,care  provided  to  the 
developmentally  disabled  on  a  conprehcnslve  basla.    VJe  deal  at  aone 
length  In  our  riisponse  to  question  5  with  the  development  of  a  com- 
prehensive evaluative  process  and  how  It  would  lnu«rmesh  with  present 
and  future  requirements  relating  to  the  standard  of  care. 
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Senator  Williams t    Question  3 

Q:    Weill  nov  you  ntntion  sone  1|2S0  residential  institutions  that  must 

aaat'Kcdicaid  regulations.    Are  these  all  institutions  for  the  develop- 
centally  disabled?    ^^at  proportion  are?   What  proportion  are  not 
covepid^'by  these  regulations?  '  ^ 


/I 


'What  are  these  6,000  institutions  that  you  mention, at  the  end  of  your 
estijDony?    Are  these  all  covered-  by  the  Medicaid  regulations? 


The  raference  in  the  Department's  testimony^  to  the  1,250  residential 
medical  facilities  funded  under  the  Medicaid  program  represents  our 
best  estimate  at  this  time  of  the  number  of  such  facilities^which  serve 
the  mentally  retarded,  "  — ^ 

r  '  '  ' 

At  this  time  the  Department  docs  not  have  a  pr^ciae  eatimate  of  the' number 
of  facilities  aerving  developmen tally  disabled  persons  and  i)articipdting 
in  the  Medicaid  program.    This  data  will  not  be  available  until  the  survey 
and  certification  process  under  the  initial  phase  of  the  ICF  regulations 
has  been  conpleted.    As,  you  know,  the  aurveya  of  all  residential  facllitiea 
which  applied  to  be  surveyed  as  potential  ICFs  had  to  be  completed  by 
March  18.    Aa  of  about  Karch  12',  6,173  ICFs  had  been  aurveyed  and- certified 
for  participation  in  the  Medicaid  program.    As  of  the  aame  datL  there  were 
3>012  other  facilities  for  which  the  aurvey  and  certification  procesa  had 
not  been  completed.    These  facilities  are  operating  under"^ special  60-day 
extensions  while  the  survey  and  certification  process  is  being  completed. 
These  extensions,  which  can  be  granted  only  under  certain  conditiona 
apec^fied  in  the  regulations ,  cannot  be  granted  where  the  health  and 
aafe:y  of  the  patients  would  be  jeopardized.    Thus,  the  rccaining  certi- 
fications will  not  be  completed  for  about  another  month,  and  we  will  opt 
know  exactly  how  many  ICF-MR's  will  be  participating  in  the  Medicaid 
program  until  that  time.    Only  after  further  analysis  of  the  data  gathered 
during  the  initial  survey, and  certification  process  vill  we  have  a  more 
precise  idea  as  to  hoi;  rcany  of  the  ICFs  participating  in  the  Medicaid 
program  asrve  the  developmentally  disabled  in  whole  or  in  part. 

In  our  testimony  we  estimated  that  there  are  at  leaat  6,000  publicly 
operated  and  Federally  assisted  residential  or  coirjiunity  facilitiea  and 
agencies  affected  by  the  Title  II  standards.    Although  this  estimate  was 
rough,  we  believe  it  was  a  conservative  one.    Under  a  grant  from  this 
Department  (entitled  "Private  Residential  Care  for  the  Mentf.lly  Retarded") 
thOlLtJonal_A§Sficlation  of  Private  Residential  Facilities  for  the  Mentally 
Ritirdcd.Tias  identified  10,000  of  an  anticipated  20,000  foster  home- family 
care  facilities  and  nursing,  homts  providing  residential  services  to  the 
mentally  retarded.    This  figure  iloes  not  include  public  facilities  end  com- 
munity agencies.    Thus,  we  feel  that  our  estimate  of  6,000  publicly  operated 
and  Federally  assisted  residential  or  cocnunity  facilities  and  agencies  was 
probably  lot/. 


466- 


.Senator  Ullllams;    Question  A 


What  Is  the  coaplitfnce,  review  mechanism  you  have  working  for 
Medicaid?    How  many  individuals  in  che  regional  and  the 
headquarters  office?'  ' 

In  order  for  a  skilled  nursing  facility  or  an  intermedicate  care 
facility  to  be  reiolursed  for" the  services  it  provides  to  eligible 
Medicare  and  Medicaid  beneficiaries,  it  muse  be  deCennined  that  it 
■eets  appropriate  Federal  regulations  concerning  health  and  safety. 
This  deterainatior.  is  acconpllshed  through  the^  survey  and  certifica- 
tion process     The  survey  and  certification  process  is  initiated 
with  the  survey  of  a  facility.    A  survey  is  performed  at  least 
annually  for  long-term  facilities  (including  ICF's).    The  survey 
Is  conducted  in  two  parts,  health  and  fire  safety.    The  health  ^  ^ 

f  survey  is  conducted  by  a  surveyor  or  team  of  surveyors  enpioyed 
by  the  State  survey  agency*    The  survey  agency  is  located  within 
the  State  Health  Departnent  and  perfoms  the  survey  function  under 

.  *,v«eaent  with  the  Departnent  of  Health,  Education,  and  Welfare. 
Tba  fire  safety  survey  is  generally  conducted  by  the  Office  of  the 
»tate  Fira  Marshall  under  agreement  wift  thci  State. survey  agency* 

Following  the,  completion  of  the  survey  and  jiecessary, docusentation 
of  findings,  the  survey  agency  certifies  to  the  appropriate  authority 
(DHEW  for  Medicare,  the  State  Medicaid  Agency  for  l!edicald)  that 
the  facility  does  or^does  not  meet  Federal  regulations,    if  the 
survey  agency's  certification  is  positive,  the  authority  enters 
Into  a  provider  agreement  with  the  facility  to  retoburae  for  services 
provided  to  'eligible  beneficiaries*    The  provider  agreement  is  reviewed 
^t  least  annually  as  part  of  the  annual  survey.'' 

Th»i  Department  also  performs  a  limited  nuaber  of  direct  Federal  \ 
•ui^veys.  These  surveys  are  performed  by  Federal  employees  and  are 
done  to  evaluate  the  effectiveness  of  State  survey  agency  perfomancy. 

There  are  177  Regional  personnel  involved  in  the  survey  and  certifica- 
tion process.    These  people  are  located  in  the  Regional  Offices  of 
Long-Term  Care  Standards  Enforcement.    For  Ft  1976,  the  Department 
has  requested  an  additional  126  positions  to  strengthen  the  regional 
survey  and  certification  activity.    There  are  approximately  35  per- 
sonnel in.HEV:  Headquarters  agencies  involved  in  survey  and  certification* 
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Senator  Wllllaps:    Question  5 


Q:    Now,  let's  talk  about  the' evaluation- system  a  bit.    What  we  hav« 
/  in  nind  is  putting  in  place  an  evaluation  system  which  works  on 

j  .  .the  basis  oC  the  progress  or  the  development  of  the  individual 

receiving  care.    Right  now,  there  is  a  major  project  ongoing  in 
this  area,  funded  by  the  Departoent;  there  arc  upwards  of  10  scales 
which  propose  to  measure  individual  behavior;  there  are  at  leaat 
8  or  9  states  which  are  utilizing  soae  fom  of  this  scale  to 
neaaure  the- outcomes.    It  seems  to  ne  to  make  all  the  sense  in 
the  world  to  have  the  Federal  Governncnt  invest  in  this  and  lead 
tha  way  so  that  we  do  not  have  each  State-making-its-^ojm.nis.taJ^^ 
1        and  all  of  them  ending  up  with  ays tecs  which  cannot  coiomunicate 
with  each  other«    It  also  seena  to  me  that  this  break'-th rough  in 
outcomes  measurement  could  be  one  of  the  most  significant  changea 
in  care  and  evaluation  in  years,  and  that  no  natter  what  the  pro- 
blems »  we  ought  to  invest  in  it  and  start  trying  to  make  cona 
decis'ioQs  in  this  area.    What  you  are  saying  ia  that  you  want  th* 
flexibility.    Well,  I  want  flexibility  too,  but  I  want  thia  dona* 
Otherwise,  we  would  be  talking  at  each  other  acrosa  thia  podium 
three  or  four  years  from  now  and  you  will  be  teUing'me  the  sama 
thing,  .  • 

A:    We  urge  congressional  enacttsent  of  the  evaluation  section 

of  S»  1194.    Not  only  will  this  section  help  to  icprove  our  capability 
to  evaluate  the  status  of  the  devclopnei^^ally  disabled  but  in  effec- 
tiveness of  our  ability  to  assure  the  quality  of  servicea  in  facilities 
and  agencies  providing  care  and  services  for  developmentally  disabled 
persons. 

As  stated  by  Assistant  Secretary  Kurzrcan  before  the  Subcoonittee 
on  Marcfh  18,  1975,  ...  "We  have  long  been  coonitted  to  such  an 
'^outcome*  approach  ...  recent  developments  ..•  hold  promise  that 
wa  can  move  in  this  direction.    Unfortunately,  technology  will 
not  allow  us  to  adopt  national  outcome  standards  such  as  those 
proposed  by  Part  3  or  Title  II  of  S.  462,  but  an  outcome  approach 
does  constitute  the  next  necessary  step  in  our  efforts  to  raise  the 
standard  of  care  for  the  developnentally  disabled." 

We  aee  as  a  basic  strategy  for  improving  quality  assurance  to  keep 
the  ICF  Standards  as  the  limit  of  what  can  reasonably  be  done  with 
input  and  process  standards  and  in  an  evolutionary  fashion  over 
time  adding  to  and  replacing  .these  standards  with  outcone  standards 
as  fast  as'  the  approach  is  validated.  : 

The  first  step  consists  of  establishing  the  evaluajtlon  system 
specified  in  our  legislation.    We, think  we  can/and  should  start 
to  develop  this  system.    Under  the  evaluation  section  our  plan 
is  to  develop  measures  of  developmental  progress.    This  would, 
provioe  a  means  to  validate  the  outcorsc  measure  approach  to  Quality 
assurance  and,  in  che  long  run»  will  allow  us  to  extend  ICF  and  other 
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y/  rilevant  regulations  In  this  direction.    As  a  part  of  the  eyaluatlon 
^•ffort  ve'vould  develop  perfonsince  based  criteria  for  assessing 
'   the  quality  of  care  In  residential  facilities.    Ve  would  use  our 
experience  gained  fron  various  cxperiacntal  prograns  funded  by  the 
Departoent  and  Che  knovle<rge  we  will  be  gaining  through  enforcenent 
of  the  new  ICF  regulations. 

6tM  possible  approach  that  we  plan  Co  consider  would  directly,  build 
upon  and  preserve  the  existing  Title  XIX  ICF-}tR  Stand^frds  but 
additionally  would  require  every  TCF-IIR  Institution  certified*  for 
rainburpemeat  to  establ*lsh  an  Isternil  quality  assurance  system 
based  upon  "outcoces.'.'    The  inscitution  would  bs  required  to  set 
*  inatitutionwids  neasureabls  outcome  goals  for  ths  various  groups 

of  rssidentsr  it  serVeS,  to  objectively  nessure  progress,  and  to 
.  ins tl tuts  plans  of  institutionvlde  inprovenent  in  the  event  goals 
^ars  T^ot  nat.    Further,. -institutions  would  be  required  to  report 
results  to  us,  giving  us  a  cuch  betcer  picture  of  just  how  well 
off  the  dcvelopaentally  disabled  ars  across  the  nstion.  Thess 
systems  would  bs  established  in  accordance  wich  Federal  atandarda 
bssad  on  ths  evaluation  system  ve  propose  to  develop.  .The  ICF-4IR  .\ 
Standards  would  consequently  be  revised  over  tine,  thus  stinula^ng 
and  requiring  gradual  advaacenent  in  the ^adoption  of  outcoica  oriented 
standards  and^  the  gradual  novezezt  sway  from  input  and  proceaa  stan- 
dards* ,  (See  McClure,  1972  ar.d  ViUianson, .Johns  Hopkins  for  s 
more  detailed  description  of  this  approach.)  ^  *^ 

Of,  course,  the  same  approach  irould  be  concidered  for  other  funding 
authorities ^'Guch  as  services  and  facilities  funded  under  the  'DD 
Act,  ate. 

Kote  that  Chia  is  only  one  possible  approach  and  before  thla  or 
any  approach  is  adopted,  ve  need  to  be  sure  it  uould  represent  an 
affective  step  ^.forward  rather  than  aerely  resuj'.Mng  in  paper  con- 
pi  lance. 

It  is  Important  to  note  that  while  we  feel  that  .   new  forward 
step  is  desirable,  it  is  clearly  Icperative  th' -  it  be  Implenented. 
only  at  such  a  tine  and  in  such  a  way  that  it  will  not  Interfere 
with  the  tasks  the  states  face  in  implecenting  the  existing  ICF-4JR 
^regulations.    Thus,  the  evaluation  section  becoaes  a  logical  and 
'appropriate  means  for  the  aggressive  development  snd  testing  of 
this  approach  to  quality  assurance  so  that  at*  the  appropriate  tloe 
results  csn  be  applied  to  the  ICF-:iR  And  other  regulations  thus 
upgrading  our  quality  assurance  effort. 
/ 

It  should  be  noted  thit  in  our  .exploration  of  the  technical 
fsaslbllijty  of  estcblis^lng  an  evaluation  systen  we  have  worked 
ver^  closely  with  the  project  directors  of  ongoing' HEV^ funded 
efforts.    Specifically,  ve  have  held  lengthy  discussions  with 
Dr.  Richard  Eynan,  Project  Director  of  the  California  Clients^ 
■  Tracking  System  which  cov  involves  IS  states*    Our  f:onnents  are 
heavily  based  upon  these  inputs.    The  Csllfornla  Systen  ^'tracks" 
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client  ititusl using  the  AAHD  Adaptive  Behavior  Scale  as  a  measure 
of  dcvelopnental  progreaa  of  individuals.    The  ayste»"ha»  not  yat 
dtvaloped  operational  ,«aans  of  avaluatinfe  service  Impact.  Thua, 
although  aoree  Initial  research  has  been  started  in  this  area  it  ia 
in  the  vary  early  experimental  atages.    Ia  »hort,  the  California 
Syatea  does  not  currently  repreaent  an  operational  aarvice  evalu*tio 
ayataa  vhich  can  be  directly  transferred  for  quality  asauranca  pur- 
poaea. 

y«  •'with  your  objective  of  putting  in  place  an  evaluation 

ayatea.  which  worka  on  the  basia  of  developmental  progreas.  The 
Adainiatration'a  bill  S.  1194  propoaea  to  do  exactly  thia.    In  fact, 
our  languaga  vaa  de^yeloped  after  diacuaaiona  with  Senate  staff  and 
we  aeelc  to  accompliah  the  aame  objectives  through  more  feasible 
means.    Tha  rationale  for  the  differences  between  the  language  In 
th*a  Adnlniatration  bill,  S,  1194,  and- the  Senate  bill,S."  462, was 
praasnted  to  Senate  ataff  laat  fall  and  ia  attached  at  tha  and  of 
thia  answar*'  & 

In  sumoaxy,  tjia, major  differences  between  tha  evaluation  languaga 
of  theaa  two  bills  are: 

(a)  The  Administration  bill  allows  approximately  24  montha.  for 
ayatem  design  in  contrast  to  appror.iaately  eighteen'  in  S.  462. 
We  feel  this  tide  will  be  needed  to  accomplish  thia  very 
ambitloua  technical  effort. 

(b)  The  Administration  bill  calls  for  a  time  phased  Implementation 
plan,  whereas  S.  462  calla  for  a- conprehensive  one-step  syaten 
implementation.    We  feel  that  states  should  riot  stop  with  the 
Implementation  o^  •  first  stepT  but  rather  should  build  over 
time  on  an  Inlt'fal  systea  once  established  thus  allotting  for 
ever^lncr easing  evaluation  effectiveness  as  r.ew  t^^hnology 

_  becoiresava  liable.    Also,  we  recognize  that  states  are  starting 
from'xJ liferent  levels  of  sophistication.    Thus,  a  phased  Imple- 
mentation  plan  recognizing  state  differences  seems  not,  only 
prudent  but  necessary.  ^ 

(c)  The  Administration  bill  is  more  general  In  Its  specification 
of  the  content  of  the  evaluation  system  than  Is  S.  462.  This 
raises  two  Inter-related  Issues:    1)    the  Adtalnlstratlon 's 

,     accountability  to  Congress,  and  2)  the  technical  uncertainty 
related  to  the  design  of  the  Evaluation  system. 

Both  the  Administration  bill  (S.  1194)  and  S.  462  call  for  a  report 
to  Congresa  prior  to  system  Implenenta'tlon.    S.  1194  carefully  . 
specifics  that  the  report  must  contain  both  the  coaprehenslve 
evaluation  system  design  and  the  loplenentatlon  plan.    Cost  estimates 
are  also  required.    The  Intent  of  this  provision  Is  to  allow  Congress 
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to  fully  reviav  the  products  developed  and  to  determine  if  they 
•atiafy  the  Congressional  intent.    Given  the  technical  uncertainties 
it  aeeraa  far  r.ora  prudent  to  cake  final  decisions  on  a  design  speci- 
fied following  In-^epth  feasibility  analysis.    It  seens  arbitrary 
and  unvist  to  legislate  specific  design  characteristics  of  the 
evaluation  ayaten  at  this  tice  given  the  conplexity  of  a  coapre-  ^ 
hansiva  avaluation  system  and  knowledge  limitations.,  ^ 


However^  baaed  upon  our  preliainary^technical  review  and  diacussions 
with  Senate  staff  we  furnished  to  the- Congress  lasC-fall  our  best 
''crystal  ball"  eatiaate  of  how  an  evaluation  cyst  em  might  be 
daaignad  if  our  prelininary  Judgnenta  prove  to  be  technically 
faaaibla.    Thie  ia  presented  on  page  3  of  the  attachment.  He 
officially  aubnittcd.thia  rationale  behind^bur  proposal  for       ,  " 
incluaion  in  the  Coordttee  report. 

Again,  tha  reason  flexibility  in  the  specification  of  the  cyatea 
,deaign  is  required  in  the  legislation  ie  that  various  technical 
quae t ions  remain  unanswered  at  this^  time.    The  key  technical 
iaauea  and  the  etata  of  the  art  are  aucsiarized  in  the  attachment 
(Paragraph  A,  •page  1),    Ve  have  talked  to  many  technical  "experta" 
and  found  there  to  be  agreement  on  some  points  and  wide  disagree- 
ment on  othera".'^  For  example:        .       .  ?  o  « 

(a)  'There  ia^ganaral  agreement  that  there  are  a  number  of  scales 

in  use  which  measure  some  iaportant  components  of  developmental 
progreas.  ^ 

(b)  There  ia  agreement  that  none  of  these  scalea  should  be  Federally 
mandated  for  national  use  at  this  time. 

(c)  There  ia  not  a  concensus  that  a  single  scale  should  ever  be 
mandated  for  national  use.    tnstead  some  recommend  that  Federal 

•     atandarda  which  scales  must  meet  be  established  along  with 
Federal  deaignation  of  excr.plary  scales.    Thie  approach  could 
allow  for  continued  technical  Inp'royement ,  Stat^  flexibility 
.in  ralation^o  particular  needs,  and  sufficient  standardization 
through.  Federal  guidelines  to  allow  for  data  comparison.  Clearly 
this  .ia  a  .complex  design  issue.  ^ 

(d)  There  is  a  concensus  that  it  is  now,  and  will  remain  for  some 

time,  technically  impossible  to  assess  the  adequacy  of  all  education 
and  other  services  or  assistance  to  persons  with  developmental 
disabilities  under  laws  administered  by  the  Secretary  as  specified 
in  S.  A62,  Sec..  121  (b). 

(a)    There  ia  a  concensus  that  the  foUowing  provisions  of  S.  462, 
Sec.  121,  are  also  .Impossible  now  and  will  probably  remain 
ao  in  the  incediate  future: 

r  .  • 
(1)    "evaluate  the  effects  of  seryices  on  the  lives  of 
consumers  ..." 
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. '  '  ' 

(2)    **tv«lu«te-the  overtll  laptct  of  State  and  local  prograaa 
for  tht  devalopoentally  .disabled." 

Unfortunately,  very  Sttle  is  known  about  the  cause'  and  effact 
relationship  between  any  HEW  aervlces  and  the  llvea  of  service 
recipients  .either  Individually  or  in  aggregate. 

While  theae  goals  cannot  all  be  achieved  in  the  next  36  montha^ 
technical  progress  off  era  the  pr^olg  e^  tha^t  we  can  move'' toward  then 
ovarrtlBe^andi.that::thare-15=rracJF^r^c  gained  by  doing  what  la 
technically  feasible  within. the  scope  of  thla  legialation  and 
further  to  create  a  ayatets  which  will  allow'statea  and,  in  fact, 
require  th«i  to  continue  to' build  upon  an  Initial  ayateoi  aa  rapidly 
aa  technology  and  reaourcea  allow. 
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ATTACHMSirr 


u-t:  iN^M\M'i)ifALrT;i  iii  i)rvn;n>:»:;:>  ai.       i.tm  m  s.. 

,  /• 

I.    Sec  207  m  rcdmidnnt  witl.  Src.  121.    'nms,  both  slucJic«  aliould 
be  ttrnm-il  into  a  sinnU:  mwJKUiI  nccUon  121  as.descrlbid  1»  (3) 
bulow. 

2     l1»c  liucnt  of  Hiictloti  UIO  si'cins  to  be  c6  use  objective  mcniurcs 
of  tbc  iliivrlopnrnlal  i»ro}:ri-sa  of  per:;on!;  idtli  (Jovfiloptnenlnl 
dlinblllLlus  as  a  Insls  for  ostabll&liliM;  performance  crltciln 
for  residential  and  coimuunlLy  facillLles  am!  n»;onclci  and  further 
to  require  coiHpUanco  of  facllUlo.**  and  anenclei  with  such  criteria. 
11.C  developp:«Mit  of  ciltt'Via  i.onld  lu;  Incorporated  Into  a  slnule 
cvalnnllon  sytilvn  nadi  r  Sec.  121  as  proposed  by  the  Dcpartmont  . 
(see  (3)  below);  coascqmncly,  Sec.  210  is  redundant. 

Tlic  sLale-of-tho-nrt  naMs  1,1  Iwpruilent  to  wandatu  tlie  use  of 
sncli  Measures  ns  prrfornane,.  criteria  In  advanc«  of  their 
duvolopnu-nf,  allbouKh  tbu  cvontual  use  of  sneh  measures  In 
tbls  wjy  sivrw  to  offer  pro.iise.    llnis,  It  seems  eutlraly. 
eonslstmil  wiLli  Liu-  Intent  of  the  Smate  to  JneorponUo  Section 
210  Into  our  proposal  for  a  n  vlfjcd  .Sec.  I2l  whteb' would  require 
Uu'  dcvdcpnicnt  of  moasnros  and  Ibelr  time  phased  orderly  In- 
plemcnlatloa  by  stati-»  as  Luebnlcal  devi-loptncnts  and  linplemcnCrt- 
tlon  ffaslbillly  allow. 

T!>e  follow  In;;  i-ofmnits  on  tbc  fltatc-of-lhe-art  bear  on  tbo 
Imprudence  of  m  md.il  Inj:,  at  Llils  tin.-,  tbi;  use  In  relation  to 
coflipllnnco  of  this  type  of  p-irlornance  inrasnru.    Hie  technical 
development  of  such  iius.isuves  can  ub.-fully  be  ihontbL  bf  as  con- 
•  IstinR  oC  tbnu  success Wi-  stages:  (I)  denlr.n  of  objective 
measures  of  dovelopmcntal  pro;:n'SS  of  Individuals  with  develop- 
montal  disabilities ,  (2)  duti  mtlnatlim  of  relationships  between 
devolnpfnental  pro>;i-ess  by  Individuals  and  services  and  llvln;; 
environments,  and  (3)  dovolopai'nL  ol  ptn-fonnance  erlterla  which 
reflect  the  product  of  (2)  above        which  arc  cfCectlvo  and 
practical  to  nst?  u:  C(N-»pManOe  l*v.  I::  im-  opi!iaMnr.  residential 
and  conwiinUy  facilltl**'?  anil  aiji-nclis;. 

A  nunbcr  of  r.caanri Siint  sralcu  of  va.ylnn  :ueclta  cxij^t  and  are 
In  limited.  u.Hi*.    '^nJy  one  project  (heJnj;  undertaken  by  the  KansA» 
UAP  and  still  in  Its  pre-o|.cratlonnl  stape)  Is  known  to,exl«t:for 
Stage  2,  .ilthou}\h  rheie  nav  he  others*    Ihus,  Stajtc  1  appears  to 
be  M'yond  the  state-of-the-art  at  preHi-nt.    Stap.e  3  can  be' developed 
only  when  Stap.e«  1  and  2  arc  corr.pletc  nr  nearly  so. 
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Wis  Kimporl  .ind  .icccrpL  ihj-  h.iaU-  coiiccpls  IiflplU 
121  of  (hi*  hMl;  r.pril nkilly  (I)  ilu-  v.ilm:  jjf 


U  In, Suet I on 


shlp  In  iIm-  ih*vrJopmriii  61  .in  ovcr.ilJ  ev.ihjation  system  concept, 
rislov:nit  i  iclhoiIolojtJr::  wflMi  li)»plemc-nt:a  Ion  r."l«K5lliicSi,  niiil 
-  ^^'fl'^'-'^^y  M.nuloV'ls;  (2)  ihv  acvolopncuL  of  ifpcclClc 

(]rv(.  lnpm(*nl:il  prn;;reR-i  of  Ipcrsons  wK'.i  disvclopjnin(nl  Uls- 
iiblliUcS;  .1ml  O)  (hi:  poiUil^l  uiiUty  nC  incluiUng  In  *in, 
cvnlujj'Lion  sycu-nj  swtio  of  Ihe  rcccnL  Urvcloprnunts  nndc'r  DIIKW 
Kponr^rorshlp  rvlntC3"lo  IiidivldujUzcd  U.itu  syatcms.  It  will 
be  especially  use: fill  to  esL\jI»Ush  nn  InlLlnl  coordinated 
ffder.'a-stnLe  effort  *'ind  Myilrm  which  con  be  built  upon  over 
tlnxj  *is  we  learn  more,  \ 

While  In  attreemcnt  with  the  Ijitcnt,  wc  nrc  conccrsicd  that  the 
comprehensive  evaluation  of  aoel,tl  programs  Is  on  extremely 
nwhjltlous  undertaking  beyond  our  present  capabilities', 
Tlius,  It  is  necessary  that  evaluation  mothods  be 
carefully  assirssfd  prior  lo  fetleral  ondorscment .  Further, 
*    It  jls  ImporLant  Lhjt  (he  real  im-rlLs  of  the  evaluation  system 
slonj;  wll.h  Its  poLenLlal  for  fut.ure  j'.rowLh  not  be  compromised 
by 'ovrranhUions  rcqnlrcmcnis  foV  InUlal  slate  ImpicmcnCatlon . 


Corsequcntly,  our  proposed  ninendacnLs    eall  for  n  tlmc-ph.iRcd 
lmi|lci!K'ncatlon  plan.    Tt  Is  Intentll'd  LhnL  the  Secretary  develop 
within  approxlPi;i(oly  2A  months  f.i'ltJv ll"i.-s  and  alternative 
mothods  for  a  fully  eoqprchensl vt;  sy^*;tci:i  so  as  to  assist  all 
^tijces  In  ricuLln^  this  p.o.il  at  th(j  rWllost  possible  date. 
(Approxlnately  36  months  al'LeL*  tMi.icumW  nl  the  iales^t.)  However, 
rccojjnlzlnr.  Chat  soniu  sLalifs  have  JitWe  or  no  foundation  on 
which  to  build,  a  "nilplwa I"  nystem  (inl\  Is  n-<|ulrud  for 
imp Icmcnta Lion  as  ayflrsL  step.    The  "minimal"  system  Is  required 
to  be  directly  compatlhh:  with  c-xpinis Ion  to  a  comprehensive 
system.    The  requlrcmeiiL  placed  on  ihc  SecvcCary  to  develop  the 
design  of  a  fully  comprehensive!  s).-?!*"!!  In  .jdditlon  to  ppeclfylnR 
n  minimal  system  and  ImplemtJiitatlon  plan  Is  Intemled  to  a)  ndvauec 
the  scacc-of-chc-art  as  ar.itrenKlvely  .is  possible,  b)  .  . 
allow  Che  more  »»lv.u>cud  Slales^lo  pri>Ceei:  Jieyond  tliu'nlnlnal 
syst(j),  *.\nd  c)  provide  .ni  In  funned  .n>d  Leelnileally  sound  basis 
for  further  legls  l^^tion  In  Lht-  fur  urn. 

Given  the  complexity  of  a  comprc-ncnjilvc  evaluation  system 
and  knowledge  .limitation,  It  seens  ar!»Itrary  and  nnwli^c  to 
IcgL-ilnitc  Slice  If  I  c  deslr.n  character  I:;  ties  of  the  evaluation 
fiystem  at  this  time.    These  would  he:;L  be  finally  dcternlncd 
ihirlnr.  tho  defll|;n  phase  uhleli  would  include  In  <lepjh  fcani-** 
billty  analyses  , and  would  he  delivered  to  Conjircas  In  tfie  \  ^ 

report  due  no  later  than  Tehruary  1,  1977.  '  \ 
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Howevtr*  the  following  features  art  ^suggestive  of  our  current  best 
thinking  as  to  hovsuch  s  systea  cigKt  be  designed: 

,(a)    Tht  comprehensive  evaluation  system  required  by  subsection 
(a)  might,  if  feasible,  bt  designed  to; 

i      (1)    providt  objective  r.essurcs  of  tht  developmental  progress 
of  ptrsons  ^ith  devtlopoental  disabilities  using  data 
obtained  froQ  individual'  habilitation  plans  as  required 
undtr  section  211  of  this  Acft  .(where  applicable)  or 
othar  coBpatable  individual  data; 

(2)  providt  ubj4Ktivt  ctssures  of  the  value  of  living 
enviroraitnts  and ^associsttd  strvices  in  pronoting 
devtlopatntal  progress  of  persons  with  <evtlopmtntal 
disabilitits  which\could  be  used  as  performanct  criteria 
applicable  to  residentisl  and  cooounity  facilities  and 

^  agencies  (Kote  thst  this  tine  is- directly  responsive  to 

Section  21C  which  vould  be  replaced  by  the  pifoposed 
*.  language); 

(3)  provide  general  designs  of  alternative  Statewide, data 
systems  which  could  record  M  the  developmental  prpgress 
of  develop=entally  dissbled  individuals.  Cm)  objectives 

^         and  service  plans  ststed  In  indlvidusls* habllitation  plans, 
and '(C)  all  services  or  assistsn^e  received  by  such 
individuals  under  progrtns  adainistered  by  the  Secretary; 

(4)  provide  unifom  e*/£luative  criteria,  standardized  definitions, 
and  nethodolcgics  vhich  co\2ld  allow  for  sggregatioii  and 

use  of  data  relating  to  such  developmental  progress  for 
Statewide  and  nationwide  evaluations-of  service  effectiveness, 
vith  due  regard  for  (A)  the  protection  of  the  -rights  of 
privacy  of,  and  the  confidentiality  of  data  relating  to, 
developnentally  disabled  individuals  and  (B)  variances  in 
service  froa  State  to  State; 

(5)  provide  statistical  and  other  evaluative  methods  which 
could,  using  data  In  the  systens,  support  directly  (A) 
evaluations  of  the  effectiveness  and  .efficiency  of  alter- 
native services  prcvidcd  to  developnentally  disabled 
individuals  and  (B)  planning  activities  related  to 
developnentally  disabled  individuals.  Including  but  not 
limited  to  the  activities  of  State  Developmental  Dissbility 
Councils  and  Agencies  and  the  preparation  of  State  plans 
required  for  Federally-supported  pjro^rans  adalnistered  by 

^      the  Secretary  which  provide  assistance  to  individuals  with 
developmental  disabilities.  ,  « 
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Senator  Wili lags;    Onesflon  S  (cont.)  ^  ^ 

(6)    provlde-for  data  collection  and  sampling  nethods^hlch 
would  help  evaluate  the  extent  to  which  indiviuals  with 
developinental  disabilities  in  cowcunities  are  not  being 
.     reached  by,service  prosrams,  thus  supporting  an  avaluatioti 
of  the  effectiveness  of  the  DD  program  in  planning  for  and 
achieving  gap-filling  for  individuals  with  unmet  needs. 
(For  example,  the  feasibility  of  evaluating  unmet  service  ' 

-    -neei»-oUSI  recipients  or  applicants  with  developoiental 
disabilities  could  be  examined). 

,(b)    The  tine-phased'  Ixcpleiaentativn  plan  required  by  subsection  (a) 
night  be  designed  to— 

(1)  recognize  differences  in  State  size,  characteristica  and 
distribution  of  davelopmcntally 'Hisabled  individuals,  « 
administrative  structures,  service  delivery  practices, 
and  reUtive  degrae  of  data  and  evaluative  ayatea 
devalopoant; 

'  *>        *  * 

(2)  specify  a  minimal  system  for  the  evaluation  of  aarvicas  to 
individuals  with  developmental  disabilities  which   

(AV  is  capable  of  being  iaplcmtentcd  by  all-  States  within 
^  the  tine  specified  in  section  aiA(b)  (18); 

(B)  is  compatible  with  .expansion  over  a  per iod=»of  time 
to  a  conpiehensive  system; 

(C)  includes  the  evaluation  of  the  developmental  progress 
of  e  slgnificent  satiple  of  i«dividuels  with  develop- 

jmental  direbilitics  (i)  residing    in  public  ertd  private 
institutions  qualifying  as  intcrmcdiice  cere  feeilities 
under  tlMe  XIX  of  the^Social  Security, Act,  end  (ii) 
in  Stat'U  opereted  or  supported  schools  providing  services 
to  children  with  developmental  dlsebllltles  under  section 
121  of  title  I  of  the  Eleoentery  end  Secondery  Educetloa 
Act  of  1965. 


(3)    provide  guidelines  end  methods  which  will  esslst  Stetes  in 
the  implementation  of  those  comprehensive  system  feetures 
which  are  beyond  the  minimal  system. 
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Senator  Williams!    Question  6 

Qf   Could  I  ask  where  you  got  the  figures  o\  the  program  coordinator 
The  figures  you  are  using  assures^  1  to  6  coordinator  to  patient 
ratio    and  that  is  preposterous  for  any  kind  of  care.   In  California, 

'     ihere  a  system  like  this  is  workinj,  the  ratio  is  in  a  range  from 
1:40  to  1:X20,  or  an  average  of  1:85. 

A-    The  figures  we  used  were  based  upon  our  assessment  of  the  kind  of 
ratio  wMch  should  be.  employed,  given  the  nature  of  the  duties  that 
would  be  required  of  the  prograa  coordinator  under  Section  212  of 
S.  462.  The  requirenents  for  Qualified-:iental  Retardation  Fro- 
fefsionala  established  in  our  ICF  regulations,  as  well  aa  the 
requirioents  specified  in  the  case  of  Uvatt  v  Stickncy  (styled 
Wyatt  V  Aterhold  on  appeal),  specify  that  persons  coordinating  tha 
hibilitstion  plan  of  the  developmentally  diaabled  individual  must 
ba  highly  qualified  professionals  and  cust^be  actively  Involved  in 
>  th^  implementation  of  the  habilication  pTans.    We  very  much  doubt 

that  with  a  caseload  of  1:85  the  coordinatbr  would  be  able  to 
,   review  the  plan  of  care  for  the  individual  closely  and  frequently 
in  order  to  recognize  deficiencies  in  t^ft  program  provided  to  the 
Individual  and  assist  in  develcping-'^blutions. 
tl 

Our  estixiatcs,  then,  were  ba'sed  on  what  Ve  consider  to  be  the 
ninlmua  ratio  necessary  to  perfom  adeq-uately  the  role  of  program 
coordinator  as  defined  In  S,  462. 
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Senator  Javits 

Q:    If  the  definition  of  "specific  Icarnins  disability"  wis  altered 
to  nake  clear  that  SLD  has  definite  paraneters  —  such  as  con- 
«tituting,an  inability  to  keep  up  t;lth  one's  peer  group,  for 
exaaple  —  would  inclusion  of  SLD  iii-'the  definition  of  "developnental 
disability"  be  sore  acceptable  to  Che  Departrtent? 

The  Departnent  feels  that  the  phrase  "not  being  able  to  keep  up 
with  their  peers"  is  far  too  broad  to  define  a  substantJally  handi- 
capped developr-entally  disabled  person.  '  Many  children  "fftH  to  keep 
up  with  their  peera"  for  such  widely  divergent  reasons  as  malnourisji-  - 
nenj:  and  poor  health,  poor  nenUl  health  and  ecotlonal  reactions  to 
social  stress,  or  lacH  of  positive  fiotlvatipn.    Most  "failing'' 
childrea  could  be  classified  under  such  a  broad  def initior\  of  specific 
learning  disability.    The  definition  can  be  far  too  easily  misconatrued, 
oisused  and  abused. 

The  Department  perceives  the  serious  problcics  of  the  leamini 
disabl«^d  as  demanding  the  full  attention  of  the  educational  system. 
However,  we  are  of  the  conviction  that  these  are  representative  of 
the. problems. pf  the  Office  of  Education  in  attempting  to' meet  the 
needa  of  other  educationally  handicapped  children  and  youth.  These 
are  the  generic  education  services  needed, by  the  educational  system 
that  can  be  utlliredt>by  students  uith  a  variety  of  types  of  handicaps 
m  addition  to  the  deveiop:acntal  disabilities  as  defined  in  this  Act. 

Moreover,  we  do  not  agree  that  the  problems  of  the  severe  learning 
disordered  cMld  persist  in  a  severe  form  beyond  youth  and  outside 
of  the  educational  domain.    Just  as  a  segment  of  the  mentally 
»    retarded,  cerebral  palsied  and  epileptic  population  are  not  con- 
sidered developmentally  disabled  because  their  handicaps  do  not 
setiously  Impinge  on  their  adjustment  to  life  in  ths  community, 
the  administration  regards  the  adult  with  a  severe  learning 
disorder  as  being  as  capable  of  adjustment  as  most  persons  who 
are  only  nidly  affected  by  menUl  retardation,  cerebral  palsy,  or 
epilepsy.  ^ 


A: 
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Senator  Randoloh't    Question  1 

Q;    Mr.  Secretary,  as  you  know,  oost  oC  ua  in  the  Senate  are  aqutely 
aware  of  the  bad  acate  of  our  econony.    The  information  I  have 
baan  t'Cting  frpn  governors,  tayorc,  and  other  reprcaentatives 
of  our  States^  and  local  govarnncnts  doea  not  lead  nc  to  believe 
♦  that  this  is  a  very  good  tine  to  ask  the  States  to  oasuma  an  iucreasad 
ahare  of  this  program.    You  will  recall  *hat  thla  program  waa 
Initiated  becauae  services  for  handicapped  persons  have  never 
been  given  a  priority  at  the  State  «nd  local  levels.    Whfen  it 
bacoBca  necessary  to  cut  budgets  at  tbose  levels,  the  first  itema 
to, be  cut  or  allninated  (if  they  have  been  included  at  all)  ar*5 
thoa«  relating  to  tht  handicapped.    This  ia  why  the  Federal  govem- 
■ant  has  initiated  thia  progran  and  others, to  assist  tha  Statea 
In  bringing  services 'to' the  handicapped.    Now,  Mr.  Secretary,  with 
tha  Statea  having  to  increase  thair  taxes  and  cut  their  budgets  in 
order  to  survive,  do  you  think  It  ia  an  approprlata  tlna  to  raduca 
the  Fedaral  matching  ahare  in  thia  program? 

A:    The  idminlatratlon  ia  sensitive  to  thfe  fitvancial  problema  of  the 
Statea,  but  finds  itself  in  the  position  of  considering  tha 
rel4tly;«il4JLIeca\a  of  the  States  aa  ceapared  to- Federal  deficits. 
Thft^iKral  deficit  for  FY  1976  ia  currently  aatlmated  to  exceed 
thi^S^BiUon  predicted  In  the  Preaident'a  budget  for  FY  76. 
Thlr^'atia t agyS^Qn ^ s  ona  of  extending  the  Federal  dollar  as 
much  as  f^aslile  vyfth  minlnua  conprooise  of  critical  programa. 

In  addition,  experience  haa  shown  that  programa  or  projecta  are 
mori  apt  to  continue  on  a  percanent  basis  if  tha  Federal  ahare  Is 
such  that  the  matching  share  represents  a  significant,  although 
reasonable,  sponsor  cowl tcent.    VJhen  the; matching  ahara  Is  signi- 
ficant, projects  are  funded  on  a  more  selective  baaia.    It  ia  not 
Intended,  in  thia  statecent,  that  the  matching  share  be  prohibitiva, 
but  at  a  level  which  calls  for  a  project'a  capability  for  continuity 
when  Federal  funding  declines  or  enda.    A  State  would  be  mora  willing 
to  asalat  a  private  agency  with  tax  money  to  meet  the  matching  ahare 
if  the  Stat©  ware^ convinced  that  It  would  be  justified  in  terms  of 
project  excellence  end  priority  to  connit  tax  money  to  insure  con- 
tinued operation  of  ^  project  in  the  event  the  P^.^^^te  sponsor  fa  Iter  a 
-      financially.  Che  reduced  Federal  matching  share  will  tend  to  P^o^uce 
more  highly  selective  programs  with  broad  and  relatively  dependable 
baaea  of  aupport. 


r 


479 

Senator  Randolph;    Qutstion  2  '  .i 

* 

Q:    Mr.  Secretary,  you  are  no  doubt  aware  of  the  situation  regarding 
J      conaervation  of  fuel  and  energy  suppliea.  ''I  know  that  there  haa 
been  a  treat  deal  of  discua^ion  in  other  aubconaittecs  of  our 
coBmlttee  and'  in  approprlationa  subconaitteea  regarding  the 
expenditorea  for  travel.    A»  *n  advocate  of  the  conservation  of 
both  energy  auppliea  and  dollars,  I  would  be  nost  appreciative  if 
you  would  provide  to  the  aubcoimittee  detailed  infonaation  regerding 
your  travel  policy.    How  are  priorities  detcmined  in  the  approval 
of  travel,  both  doMeatic  and  foreign?    How  do  you  nonitor  or  review 
expenditurea  of  travel  of  the  recipients  of  grants,  "Contracta,  end 
other  funds?    Have  you  explored  the  uae  of  the  variety  of  telecomuni-- 
'cetiona  aa  a  aubatitute  for  travel? 

A:    Diviaion  of  Devalopatftitkl  Diaabilities  ^  ,  . 

s 

In  the  Division  of  Developnental  Disabilities,  a  cloaeT. review  la 
Bade  of  all  travel  requests  to  aee  that  they  are  easential  and 
cannot  be  handled'  through  correapondence,  telephone,  or  by  mail.* 
•   We  have  uaed  the  Regional  Office  ataf f  as  nuch  as  possible  in  pro- 
viding technical  aaaiatance  and  have  used  the  resources ^of  the 
conauoer  intereat  groupa  in  cotanunicating  with  State  and  local 
agencies. 

i> 

Travel  by  cons::on  carrier  is  oreferred.    Special  iustif ication  must 
be  submitted  by  the  traveling  employee  before  approval  will  be  given 
for  travel  by  privately  owned  vehicles.    Travel  by  train  or  bua  is 
preferred  for  siiort  trips.    For  local  travel,  ahuttles  or  bus  aystess 
ahould  be  uaed  when  available. 

Hor»al  governcent  travel  regulations  apply  and  any  use  of  first  class 
travel  oust  be  Justified  by  a  separate  oecorandum  signed  by  the  ^ 
Coouissioner  of  RSA«        ,  ^ 

Continuing  effort  must  be  cade  to  ninimize  the  number  of  neetings 
convened  (central  office  and"regions)  involving  travel  on  the  part 
of  any  or  all  participanta.    All  personnel  attending  such  neetings 
■uat  have  a  specific  task  and  function  to  perform. 

Meetings  of  associations  and  othpr  e;tternal  groups  are  by  necessity 
conaidered  to  be  of  aecondary  importance;  attendance  involving 
travel  must  be  draatlcally  reduced  or  eliminated. 

.Speaking  engagePenta,  except  those  providing  essential  informetion  to 
the  public  on  priority  HEW  programs  are  to  be  elinineted.  Acceptance 
of  a  speaking  engagencnt  nust  be. endorsed  and  individually  reviewdd 
by  the  Cocnissioner  of  RSA  or  by  the  Regional  Coraissionera.  ^  ^ 

Staff 'of  the  Division  by  March  31,  1974  lud  spent  $1A,A0J\  in  essential 
trevel.    By  contrast,  at  the  end  of  March  1975,  the  Division  fiad 
reduced  travel  expenses  to  less  than  $6,700. 
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Senator  Randolph;    Question  2  Ccont.)  | 

f  -  ' 

For  the  llAC  nen^jcrs  by  JIarch  31,  1974  S7,585  hati  been  spent  in  FY  197A. 
For       1975^  only two  neetings  of  the  Couacll  aVe  to  be  held,  rather 
than  three  as  originally  scheduled.    Tnis  will  Result  in  a  aavings  of 
approxinately  $4,000  in' travel.  j 

The  Division  does  not  aonltor  State  travel ^as  the  authorizations  for 
travel  are  nade  at  the  State  level.    Hcvever,  d  r evict;  of  the -State 
travel  expenditures  in  12  States  coverir.5  regions  V  and  VIII  under 
the  Developmental  Disabilities  forr.ula  grant  prograo  showed  that 
travel  accounted  for  $61,000  of  Federal  funds, J  This  averagea  out 
to  4/5  of  iXoOf  the  total  alloCcents  (§6,700,000)  or  roughly  $5,200 
P^r  State  per  year. 

RSA  ' 

Tht  attached  oaterlal  outlines  the  travel  poli(^y  for  RSA. 
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WHAT  IS  TICE  RSA  TRAVEL  POLICY? 

RSA  Is  strictly  «i2h2rlng  to  the  policy  cstabllsh->d  by  ths  Executlva 
Assistant  Cosnlsa loner,  ,?.SA  In  his  r.er.o  of  Nov*  11,  l974(AT>Vr.  U)* 
This  policy  lr?letnencs  Che  travel  policy  arvnounced  by  the  DcparCn-enc 
on  Jan*  25,  1974  (ATMT.  2.)  ClghCcnlng  down  travel  during  the  current 
Energy  Crisis,    These  two  nenos  vare  routed  to  sta£f  and  constitute 
current  RSA  travel  policy.      To  .Irplcnent  thase  travel  reduction  . 
regulations,  travel  Is  approved  only  by  the  C0ff--nl3s loner  or  the 
E::ecutLve  Assistant  Comlsslon2r,' or  In  their  absence  by  the  Assistant 
Corsalssloner  for  Financial  Operations  or  the  Budgac  Officer,  RSA* 

HOW  ARE  DOMESTIC  PRIOR  ITIZS  D^TSR^^I^r^D  IK  THE  AP?RC'/AL  Or  TPAVEL^ 

*  i 

All  dossestlc  RSA  travel  Is  essentially  prioritized  by  a  sy stent  of  r;equlrlc: 
Annual  Travel  Plans  frosi  Pcogran  Units,  a  rcvlev  of  this  by  the  CoKTiissloq 
and'  the  overall  allocation  of  travel  funds  to  Progran  Units.    In  Addition 
to  this  overall  rev  lev,  each  Individual  travel  request  nusr'be  -fully  Jussi 
jmd  rcsubnlttcd  to  the  Co::nlss tonor's  Office  for  ;8?proval  in  accord  otth 
established  pollc^y  and  tight,  bud3«t  restrictions*  ' 

*  If 

HOW  ARE  rO<lEIC:r?RIORITl£S  DETSRXINTD  ON  ATFROV.VL  OF  TRAVEL?  AN-D-KHAT 

IS  THE  FOREICM  TRAVEL  FOUCY?  ,  *  ' 

Departr.ent  policy  on  foreign  travel  is  stati^d  to  sor.e  extent  In  Jir. 
John  Ottlna's  c.tno  of  Dec*  30..  197^  (ATT^T.    3),  ^  , 

All  RSA'  fcrclgn  travel  r?qu2sts  rccalve      revlevs  to  assure  nscessltyi 
I.    They  are  closely,  reviewed  by  ^th*  ?.SA  Executive  Director  for 

Research  and  Develcprent.    This  Includes  the  Justification, 

costs,  purpose,  and  necessity  to  tfhe  specific  needs  of  the 

RSA  pro^ran  to  which  It  relates. 
2*    They  are  closely  reviewed  by  the  Comlss loner,  RSA  for  policy 

consl^ftVatlons.  ^ 
3*    They  a^Tevlcv*d  and  finally, approved  within  the  Office  of 

HuTan  Developrent  by  the  AssL-stant  Secretary  for  Hjran  PiV^lopr.ent 
A,    They  are  finally  approved  In  the  D.'partnent  by  the  Dlrscior, 

Office  of  Internatlnal  Affairs  of  the  O.S. 

To  provide  an  orderly  planned  review^  an  annual  procos^d  foreign  travel 
report  nusc  be  prcparad  and  sent  through  the  above  clearance  p.olncs. 
This  Js  reviewed  at  e^ch  level  on  Itx  way  u?  as  to-r.esds,  priorlcl^s,  .  , 
•costs,  no.  of  t rive Hers,  and  forelzn  relations  policy.    Upon  approval 

^of  the  Anni:al  dctat«3d  Qjarc?rly  r.^ip^jrcs^  .i»e  pr-ipared  of  ecco-rol  is>^ 

*  travel,  ln=rjdlc5  Individual  reports  o:  travellers* 
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H(W  DO  YOU  r.OHITOR  OS  Sr/IP/  EXPcN'DlTl^SS    0?  mVEL  OF  TH2  RcCl?Ic:^S  OT 

m:.Ts,  CONTRACTS,  A:a)  other  rras? 

All  domestic  travel'  In  project  S"nt  atftlvltled  are  J^sttftcd  and  4;i;»ro'|e.! 
at  tlic-tlni       AvirJ  of  srinc,  ,  Subsequent  «rrb»idsectn5  vlchln  sp-jctClftd 
govarnr.cot-wld«  Units  established  by  th«  OliJ  Is  allovab'le.    Each  forctsn 
trip  nust  ba  approved  and  Justlfl2d. 


KWE.  YOU  EX?LO:?ED  TKT  U3S  OF  TH2  V.MlISTY  0?  TSL£C0:O<U:aCA.TIO:iS  'AS  k  ^ 
SUBSTITUTE  FOR  TRAVEL?  .  '        *         ' - «    ^  - 

•        .  ^^  .-v.,-.. 

By  virtue  of  the  energy  crUls,  much  has  been  done  to  increase  utlllzacton" 
of  teleco533unicatlons- vs  travel.     We  have  e32::bUtihed  a  Mailing  ^Key 
system  for  the  distribution  of  policy  guides  and  prosram  Instructions, 
vhCch  Is  directed  at  the  audiences  vho  ara  :r.3st  concerned.    This  has 
reduced  the  printing  costs.    We  have  avj^llable  to  RSA  a  Telecoss>unlc'atlond( 
Kachlne  vhlch  provides  exact  duplicate  c^ptos  froQ  Washington  to- each 
of  our  Regional  Offices.    This  Is  used  by  Ist^ff.    In  addition,  ve,.  of  cour 
■take  full  ^use-of  the  TTS  telephone  systerri  to  ccrsiun Icate.    la  order  to 
reduce  expenses  we  have  ordered  that  no  long  distance  calls  be  nade 
except  under  the  lover  cost  FTS  system.  * 
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DEfARTMCNXOF  HEALTir,  KDUaVTION',  AN*D  WEL 
^  .SOCIAL  A^0  Rfn.\0ILir,\TIO.\'  SEKVrCE 


TO      J  RSi  Executlvo  Starr 


FXOM   :  Executive  Assistant  Corals sionor  *  ^    '  . 

suijccT:  JY  1975  ^raygl  Reotrictioaa 

RSA  i«  currently  opcr.itir^  xMqt  t*i2  CoDtiimln«  nos61utioa,  vhich  will 
likely  be  erroctivo  throu^  Dsccs'ovr.  .    -  • 

A  severe^ travel  restriction  has  be  n  isposcd  on  J^HT./  upon  the  recon- 
Bcndation  or  the  Senate  Ccrjiittea  t  >  hold  travel  e:ccor.diturc3  to  the 
Tl  V)1U  level.    As  a  result  S?^  ha=  i.Tlicated  a  R3A  travel  qailice 
•pproxicatoly  11^*^  below  our  197'*  c^-  ..'^ditxirys.    To  cc=pay  with  this 
restriction,  it  vill  bo  r.^czzs^s?      c'jrefuUy  scrutinise  all  travel 
and  to  recoricr^.  only  that  ^travel  v.^ich  is  cost  essential-  The 
relieving  c:fitGraa  axe  to'ibo  obsor.od: 

1.  Travel  ^  ccni%fecnc2a  ar^  conventions  vill  be  IJpitcd  to  thoso  vLo 
*are  principal  spoahers. 

2.  Technical  assictanco  to  states  ar.d  local  offices  should  njozrally 
be  handled  by  the  appropriate  r^jional  orfice(s)- 

3»  *Travel  vMch  is  not  or  iisediato  importance  should  be  dorcrrcd 
until  R  later  date.  '  .*  . 

lie.  Lavcn»3  ceaorar.dua  or  Aur;uot  21,  13%  (slrncd  by        Terau^o)  to 
the  Exocutivo  Starr  r^c^rdi.-^j  -he  price sslnj  .ir.d  approval  or  travel 
^orders  in  ?t  1975  rcaains  in  crroc^.      ^  ,  .  - 


V.  ViJ^.-'S.  nunt,  Jr. 
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.:,MORANDUM 


^ase   ^ — y/p.  ? 

DEPAr.T^Ic.\T  O?  HEALTM»^£DCCATIOX,  AND  V 
"  SbClAL  AXO  RKltABILIT.NTION  SEr.VICE- 

<y  Orrice  of  ths  Administrator  . 
*■  •     •*  *     '  ' 

.    DATE:    OAfl  2  5,1974 


.Adainlstrator  k 
Social  and  Rehabilitation.  Ser\'ice 


.Mi*jrcT;   Energy  Crisis  -  l^eduction  of  orficial.    "Travel  in  it^VifW 


In  the  second  half  of  TC-Vyi^^  the  Secr^retary  has  asV.ed*  KSr  agtn'cies 
to  accorplish  a  aoj  reiuctioa*  in  the  cxoasusrotion  of  fuel  visei  for 
official  travel  over  the  sass  period  ^fTor  ^"-1573.   To  seat  this 
objective,  the  foUo^.iag  policies  on  <=>-fficial  travel  ;dll  be  effectlvt 
Iraediately:  ,  ^ 

^^.^         ««  (JErx'.**"  !vatelj--o;,T.ed  valrs^icle  or  rcr.til  cars  is  prohibited. 

•  J./    .  *.     "-^^^-y     •  '  travel  by  cctson     carrier  (traiu,  bus,  air)  is  not^ 
^  ^  '•  ^-"^ailaoie  ani  the  trip  is  urgent, 

•       b.    Requests  for  t;ravel  r.ust  be  =^e%letred  fcr  essentiality  in  terzs 
of  the  energy  crisis, 

c.  Travel  orders  n^st  be  £.pprovi=.d  by  S-orsii;  Ccrjsissiosers,  Asscciat 
Adrdaistrators,  ini  Heglonai  ^Co^nissicncrs,  or  by  peracns 
desi^ated  to  act  for  tntse-  c»-fficials  in  thair  absence. 

d.  Reser;-atio:2s  for  airlir.e'tra.'s-— el  should  be  riade  ^ficlcnnl;  la 
adva::?.ce  to  enable  travel  by  c^cor.c=j'  cl&su.    Any  use  of  Vkiz 
class  travel  r*j;t  bj.  a-^^rsvs'^S-  in  advance  V/  the  Asscci^t/ 
AJL-iinistrator  for  Ilihisir-ant* 

.e.    Reduce  to  a  nini.'i'jc  the  nxmbc^r  of  ncctinjs  caHed  by  SRS  " 
involving  Regional  or  H-iSsus-^rtsrs  Starf,    '..'here  ceetings  are 
detemined      be  essential,  ti»  he  njirbirr  of  Trtrticlpants  invqlvel 
should  b;e  V.ept  ts  ^n^as^olut^  rinircr:,  i.e.,  tach  p^rssr.  % 
altcniin^  Is      ha/.  i.*cp^ci::fric  id'i-.tifta.le  r.uiiticu.  n^.ls 
pertains  w  zrx  i:-  M^;*in?;"="  r.eld  In  ";**.lr.;".2r,  oi':  :;ai;,n  •? 


.:Old 


invoV/i:.-  ....^l  i*. 
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Pacfc  a  -'SRS  Executive  Staff 


g.   Speaking  cnjascasnts,  except  those  pyovxdir.g  essential 
*  '    inforratioa  to  ths  public  on  priority  l^d  progrcjss  (0?3. 

objectives),  are  to  be  elinirited.    Exceptions  to  tbis  will 
be  granted  strictly  on  an  individual  be^is,  ,      *  - 

AH  travel  pla-ns  shbuld  be  rcvie*..'ed.in  ters^  of  th^r  icpact  on"  the 
energy  problca.  .  Travel  by  train  or  bus  is  the"  preferred  nethod  for.. 
short  tri^s;  travel  by  schcdJGLed  aifline  is  preferred  for  long  trins. 
For  losal  travel  Ruch  as  the  Parklexm  or  Uoodla,rn  coaplexes,  sbattles, 
*<hAi  £vallable,*^should  be  used- instead  of  private  cars.  •  . 

We^eed  the  cooperation  and  support  of  eH  eaoloyees  in  this  effort, 
and  I  e>:p;ct'  that  the  sanesesent  officials  r.aied  above  will  leid  th> 
vay.  , 


^-<3  S.  1)^-2^4$,  Jr. 


/ 


4.9  a .> 


'  ./tr>tT)  A  MT^T  TA/f  DEFARTMENT  OF  JI'EAXTH,  EDUCMION.  AOT'WEUAUE 

.iVaUKAlNiJUiVi  utCA^i-ry  omcc  Of  TI.C  sccrcVarv  " 


t>     'sSEE  BELOW  • 


xoM  s/.ssistAnt  Secretary 

for  Adninistration  and  Manageiient  *  .    *  i 

.o«tcT;  Foreign  Travel  ^ 

Because  o£  the  necessity  to  reduce  outlAys  during  the  •  *  ' 
ciirrent  fiscal  year  and  in  vie;; 'of  increasing' attention 
*o*n  t};»  Hill  to  travel  pisrfomed  by  Government  officials,, 
I  have  issued  seduced  foreign  tiravcl  ceilings  tqr  tha 
•  ,Dcpart33ent*3  opqrating  components.  ;       '  ,     ,  -  ' 

AltKox^h  we  do  not  issue  ceilings  to  QS  staff  oCfices'/l 
vould  aparcciate  vour  cooperation  in  holding  foreign  > 
travel  to  an  essential  nir.iauzi.    As  you  Jatcv,  each  foreign 
trip  perfomed  by  an  er.oloyeo  of  this  r.,pt.rtnent  requires  ' 
thts  prior  approval  of  the  Qf5ice_of_:rj?.tJ^Xa?Jbi^ 
*    ^    KanaQcr-ent.    If  you  have  ahy  cuestifi-r-s  coricernmg  this 
•  '  procedure;  please  give  ne  (57284)  or  David  Hohn;an  155433) 
a  call* 


John  Ottina 


•  ... 

ADDRESSEES:    ....  -  " 

•Assistant  Secretary,  ccrptrollcr 
'    Assistant  Secretary  for  Kurrf/s  Dsvclopr^eat 
•    Assistant  S^crecsry  for  Lcgislction    .    ,    ^  " 

Assistant  Secretary  for  Planair.t  t.-t  ^  valuation 

^issistant  Secretary  lor  Public  Afiaisss 

General  Counsel 
i     Executive  Secretary 

.Special  Assistants  td  the  Secretary 
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Stnator  Mondnlc;    Q<icdtlcn  1         ^,  * 

Q:    VllI  the  federal  cfforcs  co  develop  an.evaluACion  sysccn  o£ 
dtvclopiKncal  disabilities  services  taK^^to  coniilderation*  , 
>or  In^'any  way  duplicate*  current  efforts  nou  underway  vlr>)ln 
each  State? 

A:    The  proposed  evalXjatloa  systcn  vlll  take  into  conalderaClon  current 
efforts  now  underway  within  each  Suite^'  In  fact« building  upon 
Snate  efforts  Is  fundsaental  to  the  evaluation  sysceu  developMiC 
plan  proposed  by  the  AU«inistration*    In  the  railorule  for  our 
proposal »  previously  submitted  to  Coni^ress  ve,  scate^: 

**Thc  tisc'phastd  Isplcaentstion  plsn  required  by  subsection 
(a)  »itl\t  be  designed  to  -  ...recognize  differences  In 
State  size,  characteristics  aud  distribution  of  devalop- 
t      ^  Mntally "disabled  Individuals,  ad«inistr3tivc  structures, 
V        service  delivery  practiceak  end  relativ:  degree  of  data 
•ad  etaluative  systtK  development.'* 

'   '  Indeed,  we  see  .the  evaluation  system  allowing-wide  latitude  for  State 
innovation  end  preferences  within  the  fraicwork  of  national  standards 
fo^  key  comon  elcccnts.    Further,  one  of  the  basic  objectives  of 
the  inillal  system  design  phMe,vhich  would  be  completed  by 
February  1,  1977,  is  to  survey  current  State  effort^'so  as. to  have 
the  fin/sl  systra  design  and  the  IsplcmentaClon  plan  reflect  State 
efforts  and  differences.    Also,  individual  States  will^Le  afforded 
sn  opportunity  *to  participate  in  the  design  of  the  system. 
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American  Federation  of  State,  County,  and  Municipal  Employees 

'l625LStf»tt<NW.  Washington,  00,20036  ■  • 

T«!tphon«^202)  452-4800  .  , 

T#lexft9-2376  o 


March  18,  1975 


yK4  Mti44Mt 


The  Honorable  Jennings  Randolph,  Chairman 
Subcoomiccee  on  Che  Handicapped 
CoomiCCee  on  Labor  and  Public  Welfare 
5121  New  Senate  Office  Building 
fWa«hington,  D.'C.  20510 


Nftn  Hto9\  Cam, 


Dear  Mr,.  Chairman: 
* 

On  behalf  of  the  American  Federation  of  State,  County 
and  Municipal  Bonployeefl,  I  am  enclosing  for  the  hearing 
record  our  statement  on  S,  462,  the  Deyelopmentally 
Q.isabled  Assistance  and  Bill  of  Rights  Act. 


We  hope  this  statement  will  be  helpful  to  you  during 
your  consideration  of  this  crucial  legislation.  If 
we  can  be  of  any  assistance  to  you,  please  do  not 
hesitate  to  contact  Nanine  Meiklejohn,  our  Legislative 
Representative,  at:  452-4848. 


0«rlM  W  McCMM 


MG:cac 
Enclosure 


Sincerely*, 


Martin  Gleason  *^ 
Director  of  Legislation 

I 


H^%W^.  Uttt 


the  union  that  cctres 
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St&tcment  of  the 

American  Federation  of  State,  County ,,and  Municipal  Employees 


S.  t»62,  the  Developmentally  Disabled  Assistance  and  Bill  of  Rights  Act 

Submitted  to  the  -     .  - 

Senate  Labor  and  Public  Welfare  Subcommittee  on  the  Handicapped 

18  March  1975 

The*  American  Federation- of  State,  County  ,  and  Municipal  Employees 
is  pleased  to  submit  this  statement  on  S.  M62,  the  Developmentally  Disabled 
Assistance  and  Bill  of  Rights  Act,  on  behalf  of  the  more  than  700,000 
members  of  this  union,  and  particularly  on  behalf  of  the  80,000  members 
who  work  in  mental  health  institutions.  > 

We  commend  the  Subcommittee  and  its  distinguished  Chairman 
for  beginning  again  the  process  of  consideration  of  this  important  legislation. 
While  we  believe  that  this  legislation  the  Subcommittee  is  currently  considering 
contains  many  progressive.and  constructive  approaches  to  dealing  with 
the  developmentally  disabled,  we  would  like  to  propose  certain  amendments 
which  We  believe  would  furtner  strengthen  this  legislation.  ^ 

State  Plans  ^  .  . 

We  are  pleased  to  see  a  State  planning  process  written  into  requirements 
In  this  legislation  for  we  have  found  that  without  adequate  and  Public 
planning,  the  provision  of  care  for  those  with  developmental  disabilities 
is  often  inadequate- 

Further  we  arc  pleased  that  the  State  plan  process  (section  114  ^ 
(a))  contains  provisions  for  both  reduction  of  inappropriate  institutional 
placement  and  Improvement  in  the  quality  of  care  for  those  for  whom 
institutional  care  is  appropriate  (Section  IIM  (a)  (1(  and  (2)). 

During  the  past  two  years,  AFSCME  has  conducted  a  series.of  \ 
Institutes  around  the  country  which  focused  on  the  question  of  deinstitutionali- 
zation. We  found  that  little  or  no  planning  had  been  done  in  terms  of 
the  care  needed  by  residents  after  they  were  discharged  from  institutions; 
oft^n  no  regard  was  given  to  the  needs  or  empl9yment  of  the  workers 
In  the  institutions  and  frequently  no  thought  was  given  to  the  economic 
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impact  of  institutional  closure  oo  con[)munttics .  . 

We  therefore,  reconimend  that  the  Subcommittee  ensure  by  means 
of  this  legislation,  that  patients  requiring  mstttutioncil  core  aie.not 
discharged  ujiless  follow- jp  care  is  available.   Further,  we  recommend 
that  funds  arc  authorized  for  the  upgrading  of  institutions  for  those 
patients  requiring  institutional  care.   In  the  move  toward  deinstttutiunali 
zation,  the  needs  of  those  remaining  in  the  institution  hove  tco  often 
been  overlooked  and  adequate  funds  have  not  been  authorized  for  their 
care, 

•Employed  protections 

Deinstitutionalization  can  mean  the  wholesale  closure  of  state  institu 
tions  for  the  developmentally  disabled,  or,  at  the  very  least,  large  cutbacks 
irt  Institutional  staff.  A  public  policy  which  encourages  a  change  in 
the  method  of  delivering  public  services  without  guaranteeing  to  the 
affectejd  employees  protections  related  to  their  employment  stajus  is 
not  responsible. 

The  quality  of  mental  health  care  would  be  adversely  affected 
under  these  .circumstances.  Quality  care  cannot  be  provided  in  an  atmosphere 
of  uncertainty  and  fear  among  employees  in  public  institutions  likely        ^  ^  , 
to  be  affected  by  deinstilutioitali^atiou.  ^  At  a  time  uf  shottdges  ifKcIir^Cvt 
care  personnel,  it  ^ould  be  folly  to  losq  th^  services'and  ^ills  of  experienced  • 
health  workers .  Further,  during. this  period  of^rjsing  unemployment. 
It  sc^ms  senseless  to  deprive  skilled  workers  of  the  opportunity  to  continue 
to  rn-ovide  health  car.e.      .     *  - 

AFSCM^  recommends  the  fallowing  language,  which  is  Intended        ^  . 
to  minimize  employee  hardships  and  provide  ^continuity  both  in  employment 
and  in  tfie  deKyl^ry^  of  health  card.  Simtliar  language  can  be  found  in 
the  Urban  Mass  Transit  Act,  and  In  the  Juvenile  Justice  and  Delinquercy 
Prevention  Act, 

'    '   r  Section  ll'l  (b)  (22): 

provide  that  fair  and  equitable  arrangements  are  made,  as 
determined  by  the  Secretary  of  Labor,  to  protect  the 
^  interests  of  employees  affected  by  assistance  under  this 
Act*  Such  protective  arrangements  shall  include,  without 
being  limited  to,  such  provisions  as  may  be  necessary  for 
the  preservation  of  rights,  privileges,  and 
benefits  (including  continuation  of  pension 
•rights  and  l^enefits)  under  existing  collective 
bargaining  agreements  or  otherwise;  the  , 
c^ntinuaticn  of  collective  bnrgaining  rights. 
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the  protection  of  Individual  employees  against 
a  worsening  of  ihei  repositions  with  respect  to 
their  employment;  assurances  of  employment  to 
employees  of  any^State  orpohtical  subdivision 
»    of  employment  to  employees  of  any  State  or 
political  subdivision  thereof  who  will  be 
affected  by  any  program  funded  in  whole  or  * 
-In  pant  under  provisions  of  this  Act,  with  first 
priority  for  employment  in  community 
facilities  being  given  to  employees 
of  state  Institutions  who  become 
unemployed  as  a  reSL    of  the  shift 
from  institutional  to  community  fare; 
training  or  re-training  programs, 

including  a  planned  program  for  ^  - 

career  developmen^l-afid-  advajncement 
for  all  fcategories  o/ personnel. 

^      re-number  subsection  22  accordingly  as  23* 

Further,  AFSCME  recommends  that  subsection  m)  regarding  the  use 
of  volunteers  be  amended  to  ensure  that  volunteer  workers  are  used 
to  supplement  and  not  supplant  positions  held  by  paid  employees.  We 
reuooni^ie  K^ha  luiportanctt  of  voiunleer  personnel  but  are  extremely  concerned 
about  the  possible  use  of  volunteers  to  fil  regular  jobs. 

Title  II  '  Bill  of  Rights  for  the'Mgntally  Retarded  and  Other  Persons 
with  Developmental  Disabilities 

AFSCME  believes  that  Title  II  includes  prpgres^ive  sections  on 
career  development  programs  for  employees,  staff- patient  ratios,  and 
in-service  training. 

However,  in  terms  of  personnel  functions,  we  believe  that  Section 
2^0  (d)  (Subchapter  IV-Ptrsonnel  Policies)  should  be  amended  to  delete 
psychological  assessment  of  umpioyeesv  both  initially  and  annually  thereafter. 
We  question  not  only  the  necessity  for  this  practice  and  the  criteria  by 
which  psychological  assessment  would  be  Indicat^ed,  but  also  the  validity 
of  such  tests .  ^ 

Further,  Section  2^*0  (f)  provides  a  mechanism  for  patients  in 
cases  of  alleged  abuse  but  does  not  cisarly  define  the  rights  of  employees 
In  these  cases.  We  urge  that  this  section  l^e  amended  to  provide  a  mechanism 
for  the  employee  to  present  evidence,  and  be  represented  by  someone 
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of  the  employee's  choosing,  in  cases  of  alleged  abuse. 

We  commend  the  Subcommittee  for  Its  recognition  in  Section"  271 
(c)  (1)  (Subchapter  XVi"Volunteer  Services)  of  the  impoitancc  of  volunteers 
^  '    supplementing  the  services  of  pnid  employees.  We  urge  the  sub^tommittee 
-  to  amend  the  bill,  as  suggested  above,  to  make  the  state  plan  consistent 
with  this  subsection. 

In  conclusion,  the  American  Federation  of  State,  County,  and 
Municipal  Employees  believes, that,  with  the  addition  of  the  amendments  ^ 
we^have  suggested  above,  the  goal  of  provicling.quality  care  to  those 
witjh-develofjhi^ntalwdisabililies  can  best  beVchieved.  We  look  forward 
to  working  with  the  Subcommittee  on  this  crucial  legislation. 
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THE"  NATIONAL       '  '  312/243-8400 

easter  seal  society  for  crippled  children  and  adults 

 2023-WEST  OGDEM  AVENUE,  CHICAOQ  ILLINOlS-60ei2 


rk*«Mic,mi 
A.  9i*r  tt*W»t 

¥•%•  ^'••'••■^ 

w*»i*c»«iftt«  , 


AM  Cwt* 

C*l  »«ri4  4,M*«*(| 


et«r|*  A.  M**» 

Ar*'«u  GtvM 

^M'»fn  I  u*t« 

•  *!>»  H.  KMtUtft*^  M  t> 

Jl  C'v*>  V KlOt 

N  WtXM*.  M  • 


ncAK  Ad<irc»  Kepi/  Toi 
Wuhlngton  Building 
14J5"G"Sl..N.W. 
Sulcc  I0)t'}2 
Washington.  0  C  20005 
I02/}47'}OM> 


12  Kirch,  1975 

The  Rooorable  Jermlnsa  Randolph,  ChalniMV 
Senate  Subcomltcee  on  the  Handlcap{)ed  " 
United  States  Senate 
Wa<hlnston;^6*.C.  '20510 

Dear  Hr.  ChalrcMn: 

Cncloaed  you  vllx  find  a  ctatcaAnt  of  the  Katlon«l 
Batter  Seal  Society  for  Crippled  Children  and  Adults  vhlch, 
together  with  this  letter,  we  request  be.  Included  In  the 
record  regarding  your  conalderatlxin  of  the  Developnental 
Disabilities  legislation,  > 

The  stateaent  refl<^ct«  our  deep  concern  about  the 
Developnental  Disabilities  Act  and  our  support  for  It.  The 
major  point  stressed  In  this  statetient  Is  the  need  to  clarify 
the  deflnlclon  of  davelop»ental  disabilities  so  that  It  vould 
relate  to  functional  capacity  and  not  specific  types  of  1»* 
palraents.    We  Jbelleve  that  the  bill  unde'r  ^consideration  still 
poses  soae  of  the  probleas  Inherent  In  the  $111  proposed  laac 
year.    The  focus  of  our  definition  Is  on  behavioral  deflclta  - 
resulting  from  a  physical  or  aental  condition  vhlch  aubstantlally 
Interfere  with  nn  Indlvldual'a  ablllcy  to  acquire  noroul  skills 
and  knowledge  and  tdr  engage  In  coiipetltlve  eaployaent  or  manage 
his  ovn  affairs.    We  believe  that  attempts  fo  list  apeclflc 
types  of  Impailntents  can  never  fully  reflect  the  basic  Intention 
of  *tAls  lav  vhlch  Is  to  provide  aervlter  to  better  enable  every 
dlaabled  Individual  unable  to  acquire  nonul  akllls  and  knov-  ^ 
leJ^e  to  become  more  Independent  and^telf'Suff Iclent.    Wo  believe 
that  our  definition  as  set  forth  In  this  statement  and  mentioned 
above  lends  Itself  much  more  readily  to  the  establishment  of  a 
program  responalve  to  the  baalc  goals  of  the  legislation. 

We  would  alao  Tike. to  take  this  opportunity  to  Indicate 
to  the  SubcoHidttee  the  laportance  of  community-based  care 
i<nd  services  In  the  field  of  developmental  disabilities. 

As  you  know,  the  ifatlonal  Easter  Seal  Society  opcratca 
about  250  outpatient  rehabilitation  centers  serving  about 
238,000  physically  handicapped  children  and  adulta*  a  substantial 
number  of  whom  are  ddvelopmentally  disabled.    We  believe  that 
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resources  such  as  our  centers  need  to  Jbe  f^uiLther  developed. 
"so  that  parents  of  disabled  children  and  dlsa^bled  Individuals 

have  more  choices 'with  regard  to  the  placement  of  disabled* 
.people* 

We  appreciate  the  opportunity  to  submit  the  accompanying 
statement  and  this  letter  and  we  will  be 'glad  to  be  of 
*  assistance  to  the  Subcommittee  as  It  considers  this  very 
^Important  legislation*    We  commend  you  and  the  other  Members 

of  the  Subcommittee  f9r  your  dedication  to  this  program  and 
'  to  the  disabled  In  thli'  country* 


Sincerely,^ 
Edward  J*  Drake 

President,  National  Easter  Seal 
Society  for  Crippled  Children 
"  and  Adults* 
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\Nat1onal  Easter  Sfial  Society  for  Crippled  Children' and  Adults 
Position  on  Developmental  Disabilities  legislation. 


The  nationwide  Easter  Seal  Society  has  a  direct  interest  in  projjosals  under 
consideration  in  Congress  to  iwdlfy  the  Developmental^  Disabilities  Act.  With 
few  exceptions  our  affiliated  societies  are  a  major  provider  of  the  wide  range 
of  diversified  services  which  may  be  supported  under  the  Act  in  order  to  meet 
the  lifetime  needs  of  developmentally  disabled  persons'. 

From  a  perspective  developed  during  53  years  of  providing  dipect  services  to 
physically  handicapped  persons  and  their  families,  we  have  reviewed  Public 
Laws  88-164/91-517  and  93-45. 

The  OevGlopmental  Disabilities  Act  stems  from  Public  Law  88-164^  the  first 
national  commitnient  to  promote  the  welfare  of  the  mentally  retarded.  With 
the  passage  of  the  Developmental  Disabilities  Act  in  1970,  significant  and 
important  changes  were  made,  the  most  important  being  the  addition  of  the 
concept  of  services.  ^  *  * 

Definition  •  -  ^  ^ 

As  presently  written  the  Act  has  good  intentions  but  it  could  have  disastrous 
effects.    It  has  set  the  welfare  of  one  handicapped  child  against  the  other, 
one  parent  against  the  other;  one  organization  against  the  other.    If  we  have 
learned  anything,  it  is  that., the  gains  we  have  made  in  promoting  legislation  and 
in  obtaining  appropriations,  have  all  been  made  because  we  have  worked  together 
'  in  the  attainment  of  a  cofimon  cause. 

The  controversy  over  the  Act  lies  in  the  definition  of  developmental  disabilities 
and  its  interpretation  upon  which  implementation  of  the  law  rests.    The  broadening 
of  the  definition  to  include  cerebral  palsy,  epilepsy,  and  other  neurological 
conditions  requiring  treatment  simitar  to  that  needed  by  mentally  retarded 
•  *rsons  was  a  remarkably  important  move.    It  is  unfortunate  that  in  defining 
developmental  disabilities,  three  diagnostic^ conditions  were  listed  and  that 
other  deveTopmental  disabilities  were  lumped' together  under  the  phrase,  "other 
neurological  conditions".    Specifying  the  three  conditions  has  resulted  in 
implementing-this  Act  with  undue  emphasis  on  mental  retardation,  epilepsy  and 
cerebral* palsy  to  thjf  detriment  of  services  to  other  developmentally  disabled 
children  and  adults.    Although  the  definition  was  not  intended  to  limit  benefits 
to  the  three  disorders,  and  because  of  ambiguity  in  the  wording,  in  actual  practice 
It  excludes  services  to  most  other  developmentally  disabled  .persons. 

The  National  Easter  Seal  Society  could  support  the  definition  that  was  proposed 
.by  the  national  Advisory  Council  on  Services  and  Facilities  for  the  Uevelopraen- 
tally  Disabled,  namely: 

"Developmentally  Disabled ^means  a  disability  which  I)  is 
attributable  to  medically  determinable  physical  or  mental 
impairment;    2)  originates  before  the  individual  attains 
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age  ly  and  has  continued  or  cari.be  expected  to  continue^ 
indefinitely;    3)  constitutes  a  severe  handicap  to  sub-' 
stantial  gainful  activity  tor  in  the  case  of  a  child 
^  ^    under'  i8,  a  handicap  of  comparable  severity).*' 

Fhis. definition  would  eliminate  mention  o^^he  three  diagnostic  conditions 
and  focus  on  the  most  substantially  handicapped. 

We  would  be  willing  to  settle  for  the  definition  of  the  Council  rather  than 
further  fractionate  the  forces  concerned  with  the  welfare  of  handicapped     *  , 
persons.    If,  hCwever,  ^the  House. Coomittee  were  to  explore  a  more  conprehensive 
definition*  we  would  suggest  the  following: 

"a  Oevelopmen tally  Disabled  person  is  one  with  a  physical 
or  mental  condition,  originating  before  age  18  which  has 

'  contiriued  or  can  be  expected  to  continue  during  the  life 
of  the  individual,  and  whifch  leads  (or  has  led)  to 
functional  deficits  which  substantially  interfere  with  the 

,  individual's  ability  to  acquire  normal  skills  and  knowledge, 
to  engage  In  competitive  employment,  or  to  manage  his  own 
affairs  without  public  assistance  " 

Such  a  definition  does  not  make  reference  to  a  "medically  determinable" 
impa indent  or  to  a  category  of  individuals.    These  are  not  oversights  for  we 
believe  it  Is  only  through  an  analysis  of  one's  functioning  ab;llity  that  we 
can  detennine  whether  or  not  he  is  disabled  in  contrast  to'his  having  a 
physical  handicap.    The  person  who  makes  the  determination  should  be  experienced 
in  the  remediation  of  such  disabilities.    The  concept  in  this  definition  is 
based' upon,  functioning  ability  rather  than  upon  etiology. 

•f 

.   Other  Considerations 

i  *  '  ' 

The  original  Developmental  Disabilities  Act  did  not  give  guidance  to  the 
functions  of  the  State  Planning  and  Advisory  Councils  on  the  Developmentally 
Disabled.    This  has  caused  confusion  in  some  States  and  has  prevented  these 
courjcils  from  performing  .in  an, effective  way.    We  are  aware  of  the  problems 
some  Easter  Seal  Societies  have  experienced  in  attempting  to  work  with  State 
Councils  for  the  Developmentally -Disabled.    It  would  be  bseful  if  the  amended 
legislation  could  providef  more  guidance  about  functions  of  these  Councils. 

The  Natlona.1  Easter  Seal  SoctjCty  wants  to  go  on  record  as  recognizing  the 
Developmental  Disabilities  Act  as  a  very  important  piece  of  legislation.    It  i 
IS  our  belief  that  the  Act  could  be  strengthened  by  clarifying  the  definition. 
He  would  like  to  see  a  differentiation  between  that  which  is  a  physical 
condition  ^d  that  which  constitutes  a  handicap.   We  would  4 ike  to  see  the 
'  focus  on  services  and  not  on  diagnostic  categories.    We  would  like  to  see 
services  available  to  any  person  with  a  substantial  handicap  originating 
before  age  18  who  needs  such  services.   We  would  like  to  see  as  much  Federal 
money  as  possible  funneled  into  these  programs  so  that  the  impaired  in  our 
society  need  not  be  permanently  handicapped.  * 
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STATEMENT 
Be«pectfully  Submitted 

to. 


The  Subcommittee  on.  the  H»nd3,c»pped      '  .  , 
of  the 

Senate  Labor  and  Public  Welfare  Committee      .  .  . 

•  '* 

on  '  ^ 

/   S.V62,  "The  Developmentally  Disabled  Assistance  and' Bill 
of  Rights  Act" 


in  Behalf  Of 
United  Cerebral  Palsy  Associations^  Inc. 
66  East  3^th.  Street   '  - 
New  York,  New  York  IOOI6 
By 

E.  Clarke  Ross 
Assistant  Director 
UCPA  Governmental  Activities 
Washington,  D.C. 
March  18,  1975 
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United  Cerebral  Palsy  Aisociatlons,  Inc.  believes  that  the 
Developmental  Disabilities  legislation  is  absolutely  essential  to  the 
event\xal  satisfactory  prograamlng  for  severely  and  multiply  handicapped 
Indlvidujas*    The  present  departmentalized  delivery  systems  havi  for 
the  Bost  p»rt  chosen  to  ignore  the  severely .ahd  multiply  handicapped 
and  th©  relegate  them  in  their  thinking,  planning,  and  service  develop- 
ment tcj  some  pattern  of  institutionalised  existence  out  of  the  aain^ 
stream  of  society. 

The  DD  Att  with  its  targeting  of  this  population  'for  planning 
and  services,  Its  mandate  for  coordinating  ser/ice  programs  across 
department  lines,  and  Its  involvement  of  consumers  in  the  process  of 
planning  and  decision-making  has  taken  a  giant  step  in  helping  our 
most-  severely  disabled  citiiens  move  toward  achieving  their  human  and 

civil  n^its.       , .  *  <  ^ 

Weed  for  Immediate  Knactnent  ^ 

The  foremost  concern' of  UCPA  related  to  the  Developmental  Dis-* 
abilities  legislation  is  that  it  be  extended  immediately. 

The  fruatration  and  despair  experienced  by  ^tate  Developmental 
Disabilities  agencies.ti^nd  councils  over  last  yearns  congressional 

V  deadlock  has  been  highly  detrimental  to  the  operation  of  the  program. 

/The  failure  of  Oongress  to  enact  a  permanent  extension',  and  the 
utlllratlon  of  stop-^ap  measures  su.h  as  continuing  resolutions  have 
had  adverse  effects  on  the  administration  of  programs  for  the  develop- 
mentally  disabled  wAhln,.the  states.    The  following  nre  some  of  the 
areas  that  we  have  .r*»dlly  Identified.  ,  * 

a)  .It  has  greatly  lowered  staff  -  council  morale. 

2)  *It"ha8  generated  a  reluctance  by  States  to  en-  ^ 

gage  in  any  long  term  planning.    This  Is  the 
direct  result  of  uncertalnity  over  congressional  ^ 
priorities  ^and  eaphMls*    Minnesota  Is  awaiting 
passage  before  Issuing  a  new  State  plan; 

3)  It  has  forced  a  delay  in  the  appointment  of  new  . 
council  members  because  of  uncertalnity  over 
congressional  requirements.    Council  composition 
is  up  ,ln  the  air  In  North  Dakota,  Colorado,  and 

-Montana.  ^ 

J;)    It  has  t)ostpon3ed*  any  ncv  staffing*  of^  St^%ii  agendas 
because* of  the  obscurity  in  statutory  requirements ^ 
•Illinois  is  holding  it?  approved  regional  staff  ' 
positions  open  awaiting  enactment  of  a  DD  extension 
bill.    I-Iinncsota  DD  staff  are  currently  ^uidcn  tem- 
porary status    for  the  same  reason. 

5)    Nationally,  It  has  deferred  necessar/f  training  pro-' 
grams  because  no  new  legislation  exists.    TKe  Develop- 
mental Disabilities  Technical  Assistance  System 
(DD/TAS)  has  planned  a  series'  of  orientation  sessions 
of  new  Council  members  on  the  changing  focus  of  the  ,-7- 
DD  program. .    •  • 
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This  has  been  delayed  until  the ^passage  of  an  extension  bill. 


6)  .  Xt  has  created  serloUt^  Impasses  In  State  government 
t       because  bT  'confusion  over  the  prop«r  placement  and  au- 
thority of  bo€h  State  DD  councils  and  agencies.  A 
permanent  statutory  base  Is  a  necessity  In  order  to 
clArlfy  the  proper  role  of  the  DD  program  at  .the  state 
level*  ^ 

UCPA  recognizes  that  congressional  differences  over  the  legis- 
lation are  substantial.    However  we  feel  It  laT  imperative  that  Con- 
•gress  understand  the  very  harmful  effects  this  deadlock  is  causing 
at  the  State  level*  and  the  disruptive  Influence  it  can  have  on  the 
delivery  of  liervicea  to  the  Developmentally  Disabled, 


Definition    ,  .  . 

UCPA  certainly  looks  with  favor,  on  the  addljtlon  of  ''autism"  J 
to  the  definition  of  developmental  disability.    We  have  always  sup- 
ported  thebroa^lest   interpretation  of  the  *tenn  "developmental 
disabilities"  so  long  as  Efforts  are  ta;rgeted  on  -the  most  severely 
and  substantially  handicapped  individuals*    Because  of  thV  necessity 
for  interrelating  DD  j^rograms  with  other  state-federal  programs  such 
as  spclal  services,  Medicaid^  'and'  Supplemental  Security  Income,  it 
seemed  Vrlse  to  us  to  have  all  of  these  programs  use  the  same  defini- 
tion for  "disabled/"'   UCP  opted  to  support  a  slightly  modified  ver- 
sion of  the  definition  used  presently  by* the  Social  Security  Admin- 
istration.   This  definition  was  also  recommended  by  the  National 
Advisory  Council  for  Developmental  .Disabilities : 

An  individual  is  considered  to  be  disabled  "if  he  is 
unable  to  engage  in  any  substantial  gainful  activity, 
by  reason  of  any  medically  determinable  physl^cal  or 
mental  Impairment  which  can  be  expected  tb  result  in 
death  or  which  has-  lasted  or  can  be  expected  to  last 
or  a  dbntlnuous  period  of  not  less  than  12  months 
yorl  in  the  case  of  a  child  under  the  age  l8.  if  he 
suffers  from  any  medically  determinable  physical  or 
mental  impairment  of  comparable  severity,)"  ^  * 

UCPA  Is  fn  agreement  with  tho  House  .Subcommittee  on  Public 
Health  and  Environment  in  hot  including  "specific  learning  dlqablllty" 
in  tho  definition.    Wc  flraly  beliave  that  the  Developmental  Disabil- 
ities, lesisl&tion  nu3t  be  United  to  those  persons  vrlth  severe  learning 
disabilities  namely  those  individuals  with  substantial  disabULlties 
requiring  ilfatlrae  and  comprehensive  services.    Part  G  of  the  Educa-, 
tlon  of  the  Handicapped  Act  -  Specific  Learning  Disabilities  -  offers 
educational  opportunities  to  the  less  severely  learning  disabled.  This 
legislation  must  be  restricted  to  those  individuals  scv^erely  and  mul- 
tiply Involved. 
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Bill  of  Plghti;  Key  on  Quality  Assuritnce  ^ 

.  UCPA'  believes  there  must  be  a  comprcyalse^^re ached  on  the  exact  ' 
provision*^ of  vthe  Bill  of  Rights*  for  the  Menially  Retarded  and  Other 
IndiyldiuCLs'wlth  Developmental  Disabilities^  Title  II  of  the  Senate 
esctenslon  bill.    We  believe  In  the  necessity  ^of  a  strong  quality 
assurance  mechiintam  but  we  are  "not  wedded  to  locking  the  Joint  , 
Commission  on  Accreditation  of  Hospitals  ACflMR  standards  Into  statute, 

c  Last  ycan>  UCPA  participated  with  several  of  her  sister  agen- 

cies on  the  Consortium  Concerned  with.  ttie.Deyelopaientally^  Disabled 
In  drafting  an  alternative  set  of  standards  for  Senate  professional 

.  stiff.    These  alternative  standards  were  accepted  and  are  contained  In 
the  Senate  bill',    UCPA  ^elleVes  they  are  an  appropriate. oomproraise  to 
the.  existing  deadlock  over^j^ils  Issu^  The  alternative  standards  _  * 
Incorporate  four  'general -principles .'O  ,    .  ' 

1)  '  Performance  criteria  by  which  t*he* developmental 
*  process  of  a  person  with 'developmental  disabil- 
ities m^y  be^measurc^, 

2)  Ind^lduallz^d  written  habllltatlon* j>lans  for 
each  pers'on  .with  a  developmental  disability. 

d  ' '  *      ^  ^ 

^  3)    Designation  of  a  program  coordinator ^to  assure  a 

focal  point  for  responsibility  for  the  Implemen- 
tation of  the  individualized  plan*  '  , 
^  ^  '    '    '            '  .           •         ^  <r 
^^   Creation  of  a  prbtectlve  an(^  personal  advocacy      ^  / 
'  system  separate  from  the  direct  service  agency. 

■    '      {   ■  ' 

Conclusion 

UCPA  believes,  the  Developmental  Disabilities  program  Is  a  m.eah- 
Ingful  and 'fundamental  program  for  the  nation's  severely  and  multiply 
Involved  disabled  persons.    We  believe  the  Congress^  has  delayed  top 
l^ng  Its  responsibility  for  enactment  of  a  permanent  an4  4^table  program 
wl^lch  has  proved  its  effectiveness.    UCPA  strongly  r^ecommends  immediate 
passage  of  the  legislation)  the  establishment  of  a  functional^  non- 
categprlcal  definition  targeted  on  the  most  severely  and  substantially 
disabled  Individuals;  and  a  compromise  on  Title  II  whlc*i  \dtl  guarantee 
quality  assurance  whll©  raalntalnlng  fle:fclblllty  at  the  service  4)rovlder 
level,      .  -  ,  .    '  ' 


DmloTMntally  ItiktkUd  Malatanca 


nil  of  Blglica  Act   .  ' 

Stattatnt  for  tha  lUcord 

Submitted  to  ^ 
SiibcoBHdLttea  oa'tha  Handlcappad'       ^  • 
CoMdttM  oq  Labor  and.  Public  Vclf^a 
Uoitad  Stataa  Senate, 

On  Bahalf  of  •  ». 

^  National  Council,  o£  CoMunlty  Mantal  Keelth  Centers  , 
X  '  March  iS,  1975         '  '       *  «  ' 

ThU  atateaest  la.-preeented  oa  beh'iaf  of  .the  Matlooal  Council  of^-Cuawinlty 
Mantel  Maalth  Centers  (NCCMHC) .  reprawntlng  317  commit y  cental .  haalth 
*ceiitera»  mt  of  which  receive  federaJ^fundlng  under  the  Co»nlty  Menta 
lealth  Centers  Act»  «d  all  of  which  or«celve  federal  funds  fro*  one  eource  or 
*  -     another »  aod  another  119  aten'aee  which  are  developing  CMHC  program  or  which 
hav*  a  direct  Interei^t  In'ccearaaity  mental  health.  *  / 

I*  ,  *  r         ^         ^     .  . 

The  national  Council  of  Co~nlty  Mantel  Health  Centers  (NCCMIIC)*le  fleaaed  to 
have  an  opportunity  to'co^nt'oo  the  extenalon  of  the  Developaentel  lleabilltlee 
Act.    Since  1970,  thie  Act  hits  enabled  etatee  and  localltlee  to  lap  rove  and 
expand  ee^cas  to  davalopaentally^ dieaUled  persoae»  a  long  neglected  eegaant 

of  our'popuietion.       ,  "     .         .  '  ** 

The  MCCMHC  would  Uke  to  drew  attention  to  a  alr»lflcant*trend  "i*  tha  operation 
of  prdgraie  under  tha  DD.Act;  which  haa  been  to  Increaae  effort  and  e=?ha5xi  on 
dalnetitutloaellfln^  developaen tally  dleabled  pereona,    MCCKHC  agreee  witH^ 
-    national  euthorltlee  oa  developaental  dleablUtlee«  and  particularly  on  aencal'  ^  ' 
retardatloat  that  for  the'vaat  aejorlty' of  indlvlduele  Inetltutlonal  cere  ie 
laapprbprietc  and  ^UMAe,    Further*  It  ie  genarelly' agreed  thet  returning 
Instltutloaallsed  Individuals,  to  tha  coanunlty  haa  ia  good  effect  on  an  indlvlduale  ^ 
rahabUltletloa.-  '  /* 

«  *      .  # 
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Tbft  '^rogrtM  provided  for  mdar  th«  DD.  Act  have  nurtured  this  trend  by 
etlaula ting  end  expending  coBWunlty-baaad  aervicaa  and  fecllltlee  for. the 
dmlopaentaUy  dleebled.    Xt  la  NCCMUC  policy  to  ^ncqprege  delnetltutlonellSAtlon 
ifhere  auch  prograns  are  cooaiatent  Vlth  the  capacltlea*  of  the  Indlvlduela  concerned 
md.  vhere  adequate  provialoo  hee  been  atoe  for  alternative  cere  end  aervlce  In  the 
coaaunlty*  ^'  ^ 

,  S  442  centelns  My  provlelooa  vhlch  vlll  not  only,  etreagthen  the  90  Act  In 
§Mevel,  but  vUl*  alao  atrengthea  the  trend  In  the  delnetltutlooellzatlon  of 
the  daTelopnentally^ dleebled.    NCCMUC  aupporte  the  extenalon  of  the  DD  Act 
i     mm  projected  In  S  462  but  vlth  a  reaervatloo  concerning  the  prosulgatlon  of 

etwderde  for  Inatltutlooa  caring  for^the  Bcntally  retarded  contained  In  Title  II. 

fataaaloo  of-  DD  Act 

♦ 

lA  z%T'r«lng  thla  leglalatlon,  NCCMUC  flnde  It  significant  that  S  462  provldea 
for>e  fi^re-  ear  extenalon  of  the  prograM  authprlzed  by  the  DD  Act.    The  Houae  bill, 
nt  4O05»  onlf,  provldea- for  a  three-year  extenelon. 

'  ^       .  » 

'  ,  NCCMRC  aupporte  the  Senate  provlalone  providing  for  a  flve-yeer  extenalon  end  , 
advance  funding  vhlch  recognizee  thet  atatae  auet  have  e  long  renge  perepectlve 
end  e  continued  eeeurence  of  funding  In  order  to  cerry  out  the  coiiprehenelve 
planning  nendated  by  the  Act. 

A  tvo-yeer  extenelon  doea  not  adequetaly  allov  for  veil  thought  out  planning 
actlvltlee,  progrea  vteblllty,  end  continuity  In  the  proylelon  of  eervlcea  to 
developventelly  dleebled  pereone..  If  Increeeed  ectlvltlee  for  the  reepbnelble 
etete  egenclee,  ere  to  be  wmdated  then  the  legleletlon  vust  provide  for  e  neene 
vtiexeby  etetee  cssi  reelletlcelly  follov  through  on  the  nevly  vendeted 
reeponslb  lilt  lee.    The  flve-yeer  exten^i6n  end  edvence  funding  provielon.*;  of 
the  Senetiblll  ecknowledge  the  Increeeed  reeponelbllltlee. 

Stete  Crent  Progrea 

Conelatent  vlt|)  the  flye-yeer  extenelon  provided  for  In  S  462  ere  the  provlelone 
for  Uie  etete  grent  progren.    Thle  progrea,  vhlch  provldee  the  bee^c  funding 
MCbeslea  for  laprovlng  eervlcee  to  the  developmen telly  dleebled  population,  le 
V  aaaentleX  If  atatae  end  locelltlee  ere  going  to  continue  eervlng  dd  pereone  In  e 
■enner  coosletent  vlth  need. 

NCCIflC  coDcure  vlth  the  Senete -provlelon  requiring  egenclee  receiving  eeeleCence 
under  the  Developaentel  Dleebllltlee  Act  Co  heve  efflmetlve  ectlon  plane  for 
the  ee|>loy«ent  end  edvenceaent  of  handlcepped-lndlvlduele. 

*    -Alif  ■■  ■ 

Auth6rlzatlone  "  * 

Th*  euthorlzetlon  levele  In  the  Senete  bill  ere  auch  aore  reelletlc  then  thpee 
in  the  Houee  bill,  eepeclelly  If  the  eCetee  ere  to  «uequetely  perfora  the 
Incrkaeed  reeponelbllltlee  aendeted  by  thle  legleletlon. 

\ 

The  louaa  euthorlzetlon  levele  vould  not  eneble  et«tee  to  provide  for  and 
expend  fervlce  and  aelnteln  adequate  plennlng  levele,  pertlculerly  In  light 
of  the  nev  reqii'ir^iMnte  for  an  eaphasis  on  delnetltulonellzatlon. 
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Sf  te  Flans 

*NCCMHC  «l»o  strongly  supports  Chose  provisions  in  the  Senate  bill  which  would 
•crcngchen  state  plan  requirements  in  tht  direction  of  encouraging  more 
comprehensive  planning  by  states  for  persons  with  developaenttl  disabilities. 

Specifically,  S  462  strengthens  the  state  plun  requirenents  by  mandating  that 
plans  aust  Include  provisions  designed  to:  • 

•  reduce. and  eventually  eliminate  inappropriate  institutional 
placeaent  of  persons  with  developmental  disabilities 

•  provide  early  screening,  diagnosis,  and  evaluation  of 

*    developmentally  disabled  infants  and  preschool  children 

•  support  community  programs  as  alternatives  to  institutionaliza- 
tion utilizing  the  personnel  and  resources  in  related  community 
programs 

The  House  bill  contains  a  similar  provision  by  adding  a  requirement  that  states 
plan:  , 

"...to  eliminate  Inappropriate  placement  in  institutions  of  persons 
with  developmental  disabilities,  and  to  improve  the  quality  of  care 
and  the  state  of  surrounding  of  persons  for  whom  institutional  care 
is  appropriate." 

In  addition,  the  House  bill  contains  a  provision  that  states  usa  first  at  least 
102  and  then  at  least  302  of  their  available  monies  for  deinstitutionalizing  as 
many  of  those  with  developmental  disabilities  as  is  possible. 

Although  implicit  in  Che  House  bill,  the  Senate  bill  which  NCCMHC  supports 

makes  explicic  Che  mandace  o£  che  legislacion,  as  regards  deinscicucionalization^ 

by  requiring  scacc  plans  co  include: 

•  planning  and  supporc  for  climinacing  inappropriace  placcmenc  in 
Che  first  place  chrough  provision  of  early  screening,  diagnosis, 
and  creacment 

•  planning  for  che  developnenc  of  suitable  programs  for  persons 
with  developmencal  disabllicies  in  cheir  own  communlclcs 

NCCMHC  feels  it  Is  imporcant  chac  legislacion  excending  che  DD  Acc  make  specific 
thac  coonanicy  programs  of  supporc  for  persons  wlch  developmcncal  disabllicies 
are  to  be  stipporced  and  chat  Inappropriace  inscicucionalizacion  be  reduced  and 
eventually  climlnaccd. 

However,  deinscltucionalization  of  persons  wlch  dcvelopmencal  disabllicies, 
wlthpuc  ensuring  conounicy  programs  of  supporc,  is  noc  only  inappropriace  buc 
inhumane.    Consequencly,  it  is  necessary  chat  che  core  specific  language  in 
che  Senace  bill  be  enacted. 
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?roject'  Crmt  Authority 


Under  existing         the  project  grant  authority  for  special  projects  and 
deaonstrstlons  to  Improve  and  integrate  care  for  dd  persons  has  been  Inadequate. 
MCCMHC  velcoaea  the  Senate  provlalons  which  would  considerably  expaivl  grants  for 
apcdal  projects  for  services  to  person?  with  developaental  dlaabllltlea . 

This  ncv  project  grant  authority  would  greatly  atlnulate  and  expand  programs 
vhlch  aaalst  handicapped  Individuals  who  are  disadvantaged  or  multl-handlcapped. 
Thase  dcaonat rat Ions  provide  Bodela  for  systems  of  coonunlty-based  care  which 
provide  a  matrix  of  Supportive  servlcea  necennary  to  saintaln  a  peraon  with 
developaental  dlsabllltlec  in  the  conmunlty, 

NCCMnC^ilso  aupporcs  the  provision  in  the  Senate  bill  which  continues  the 
authority  for  national  algnlflcance  grants  to  atates  and  other  public  or 
nooproflt  a|encles  for  demonstration  projects  dealgned  to  coordinate  end 
utilize  available  coomualty  resources  for  services  to  development ally  disabled 
indlvlduAla. 

In  the  past,  these  projects  have  asslated  In  meeting  the  needs  of  the 
dlaadvancaged^wlth  developmental  disabilities  and  have  demonatrated  Improved 
techniques  for  aervlce  provlalqn.  ^ 

Continuation  of  this  authority  guarantees  that  the  neceaaary  work  of  Improving 
end  Integrating  the  aervlce  delivery  aystem  to  persons  with  developmental 
disabilities  will  be  performed.    With  an  Incresslng  erophasls  on  Jtlnstltulonallza- 
tlon  theae  grants  will  be  necessary  to  further  demon  crate  Integrated  service  modela 
and  effective  coordination  of  coenunity  resources  to  persons  with  developmental 
disabilities. 

University-Affiliated  racllltles  (UAFa) 

NCCMHC  concura  with  the  Senate  bill  which  provides  for  mo^lf IcaClona  in  the 
UAT^program  designed  to  faciliatc  greater  coj?jtdlnatlon  wliuh  the  other  state 
developmental,  disabilities  programs  and  whlcK  would  require  UAPs  to  eatabllsh 
priority  goals  (as  outlined  in  S  462)  as  a  condition  for  aflalatance. 

The  demonatration  and  training  granta  which  the  UAF  program  providea  for  are  essen- 
tial and  compliment  functions  of  the  other  programs  provided  for  under  the  Act. 
Targeting  the  UAF  program  toward  the.  goals  which  S. A62  establishes  for  the 
state  developmental  drsabilities  programs  will  not  only  facilitate  greater 
acceaa  to  theae  services  and  resources  for  development ally  dlssbled  persons 
but  will  also  enhance  the  total  aystem  of  care  provided  for  under  the  Act. 

State  Councila 

The  NCCMHC  is  pleased  to  see  Chat  S  A62  would  strengthen  the  role  and  revise 
the  functions  (|f  the  State  Councils. 

ly  mandating  State  Council  responaibilicy  for  overall  conaldcratlon,  planning, 
and  development  of  all  programs  involving  the  developmentally  disabled  the  much 
needed  centralization  of  authority  for  programs  to  this  aegment  of  the 
population  is  aecured  and  accountability  for  dd  programs  i*  Increased. 
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In  addition.  r«lUvlng  th»  Stata  Couaclla^of  tha  reapoailbillty  for 
vlainiat ration  of  graata  (and  tha  tlm  cbnauacd  by  auch*  activity),  ia 
cooiiatent  with  the  aandata  that  theaa  councila  prapara  tha  atata  plan, 
aatabliah, funding  priorities,  and  evaluation  iaplenentation  of  the  atata 
plan.    S  462  racognizea  tha  iBporcance  of  tha  councila*  planning  function 
and  tha  tiae  required  to  adaquataly  plan  for  the  davelop»ental  dlaabllltiea 
r  Willi r J  through  the  proviaion  which  raliayaa  councila  of  thla  ^aal^. 

The  required  20Z  aet-«sld«.  of  e  atatea  allotvent  for  Stete  Manning  Council 
paraoonel  ia  further  aaiurance  thet  councila  will  have  the  cepecity  to- 
fulfill  thalr  plsnning,  development,  and  eva5i«»tion  twipooalbilitiea. 

Aa  the  State  Council  ia  glvetf^a  auch  moxft  aubatantial  lead  role  in  dete.'mining 
the  general-  direction  and  goala  of  the  program,  ao  too  ia  there  need  to  facilitate 
CO— uni cation  between  thoae  who  plan,  providera ,  and  t:onau^ra . 

Tlii' previa iona  of  the  Senate  bill  which  require  public  repreaentativea  on  the 
atate  councila  la  is^ort^t.    Thia  proviaion  will  not  only  facilitate*  conaidaration 
of  alternative  vodea  of  care  but  will  elao  forge  atronger  linkagea  in  the  total 
aya^as  of  care  to  peraona  wic.  ievelopwental  diaabilitiea.    The  deaired  changes 
in  tH>  role  of  the  State' Councila  Would  be  greatly  atrengthened  by  paaaage  of 
the  Senate  bill. 

Evaluation 

A  critical  coapooent  of  a  co«t)rehenaive  planning  approach,  which  the  NCCKHc 
atrongly  advocatea,  ia  an  accurate  aaaement  of  existing  aervicea  and  reaourcea. 

Ue  aupport  the  proviaiona  ii;  S  462  which  would  require  HEW  to  develop  m  nodel 
evaluation  ayatca  which  the  atatea  will  i»lei«nt.    Effective  coaprehenaive 
planning  requirea  that  we  have  aaaeaaed  the  adequacy  of  aervicea  currently 
provided  and  that  we  develop  and  have  criteria  by  which  progreaa  can  be 
aeaaurad  ovjer  tiae. 

Efficient  utilization  of  reaourcea  and  the  overriding  need  to  provide  neceaaary 
aervicea  gezwane  to  peraona  with  developaental  diaabilitiea  aitndatea  thia^ 

•Quality  of  Care  ^ 

In  the  paat,  NCCMHC  haa  encouraged  iaprovenenta  in  tha  quality  of  care, 
habllitation,  and  rfhabilitation  for  those  for  who*  care  ia  appropriate. 

IWOfflC  ia  aware  of  the  inadequate  and  all  too  often  dehimanizing  conditiona 
which  prevail  in  nany  of  our  inatitutiona  for  the  mentally  retarded.    The  need 
for  an  iapoaition  of  atandarda  on  the  appropriate  partiea  la  conaid*r«ble  If 
current  conditions  are  to  be  upgraded. 

Icvever,  NCCMHC  bel<«Yea  that  a  atacutory  approach  to  atandard-aettlng,  auch 
aa  that  contained  in  Title  II,  ia  both  unwiae  and  lapractical. 

Over  the  laat  decade,  the  manner  in  which  we  think  about  retarded  people  and 
how  beat  to  provide  service  for  then  has  changed  conaiderabiy.    The  recent 
trend  towarda  rejecting  inatitutional/cu»i.uuial  oodea  of  care  to  more 
normalized  community  living  and  care  ia  teatimony  to  thia. 
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ThdU  l»ti»l»tion  wouiu  ^trenfchen  current  trend*.  In  this  direction  by  candstin^ 
furthet-deinatitutiotiAlizstioa  of  pertont  with  developnentsl  disabilities.  This 
vlll  suraly  hsve  iiiplications  for  both  institutions!  and  non-institutionsl 
standsrds  of  care.    NCC}iHC*s  concern  is  thst  the  legislstiva  process  is  too 
cu^rso«e  to  permit  a  tiaely  revision  of  these  stsndsrds  to  reflecf  current 
axparlsnce  and  thinking  in  the  field.    Thia  would  ultiiMtaly  iapact  on  those 
the  prorlsion  is  designed  to  protect  -  persons  vith  d^veiopaantaX  diaabilitiea. 

The  NCCMHC  reapectfuXly  requcata  that  the  subcoanittee  consider  an  alternative 
approach  to  ataudard  aettlng.  '  An  alternative  vould  be  to  direct  the  Secretary 
of  HEtf  to  proanilgate  standarda  through  the  regulatory  proceaa  and/or  Include 
^  a  llMltad  waiver  authority  for^the  Secretary. 

We  applaud  the  Subco«aittee*a  continuing  afforta  to  enaure  raaaonablc 
atandarda  of  care  for  thia  aegMtnt  of  our  population,  but  reapectfully  aubmlt 
that  Cha  problem  can  be  properly  addrcaaed  in  an  altamative  f aahion". 

In  conduaioQ,  NCCMHC  faela  that  many  of  the  daaired  changaa  aought  and 
needed  in  programs  under  the  DD  Act  wotild  be  aecured  by  paaaaga  of  S  462. 

Aa  you  weii  know,  the  DD  Act  expired  June  .30,  1974.    Vith  a  lack  of  authorizing 
.legialation,  B£r.y  uncertalntiea  are  caat  <f(*sr  those  mandated  to  provide  aervice 
to  and  peraona  with  develwpaencsl  diaabilitiea.    We  9troasly  urge  thia  aubconmittee 
to  act  quickly  on  this  much  needed  legislation  and  hope  that  it  can  be  enacted 
without  compromising  the  pi^nciples  outlined  above. 
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DEVFLOPMENTALLY  DISABLED  ASSISTANCE 
AND 

BILL  ftp  RIGHTS  ACT 

/ 

-  S.  462 


Respectfully  Submitted  to:        ,  • 
*  The  Subconunittee  on  the  Handicapped 

of  the 

SENATE  COMMITTEE  ON  LABOR  AND  PUBLIC  WELFARE 

Presented  By: 
THE  NATIONAL  ASSOCIATION  FOR  RETARDED  CITIZENS 

March  18,  1975 
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The  National  Association  for  Retarded  Citizens  is  again  pleased 

to  have  the  opportunity  to  present  this  statement  on  the  Developroen tally 

Disabled  Assistance  and  Bill  of  Rights  Act.    Our  organization 

r 

was  very  disheartened  when  this  Committee  and  your  counterparts 'in 
the  House  were  not  aible  to  reach  agreement  in  conference  on  your 
Developmental  Disabilities  bills  at  the  end  of  the  93rd  Congress. 
We  are  delighted  and  greatly  encouraged,  however,  that  you  have  seen 
.  fit  to  make  the  Developmental  Disabilities  legislation  among  the^ 
first  to  he  considered  in  this  new  Congress. 

This  statement,  in  general  terms,  contains  our  positions  and 
recommendations  designed  to  make  the  Developmental  Disabilities  ^ 
program  a  better  vehicle  for  developmentally  disabled  citizens  to 
obtain  necessary  services. 

Length  of  Extension  of  the  Legislation 

The  National  Association  for  Retarded  Citizens'  supports  the 
Senate  bill,  which  extends  the  Developmental  Disabilities  program 
«      for  fiY«(' years.    This  program  needs  to  be  stabilized  as  soon  as 

possible.    We  know  this  prpgram  is  still  in  its  infancy.  State 

*• 

Cotincils  have  just  recently  become  smooth  working  groups.  Pro- 
vider  agencies  and  state  agencies  are  now  recognizing  the  import 
tance  of  this  program. 

The  failure  of  the  last  Congress  to  enact  extending 
legislation  has  slowed  this  progress  considerably.    Since  this 
program  has  lacked  new  authority,  increased  appropriations  have 
hot  been  possible.    A  five  year  extension  will  greatly  enhance 
the  ability  of  Developmental  Disabilities  Councils  to  carry  out 
their  activities. 
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Definition  of  Developmental  Disabilities 

V 

Our  organization  endorses  th6  retention  of  the  definition  con* 
twined  in  the  present  Act.    We  oppose  the  inclusion  of  learning 
disabilities  in  the  definition  of  developmental ^disabilities/  as 
contained  in  the  Senate  bill.    He  recognize  the  great  need  to  provide 
services  to  the  learning  disabled  population.    The  very  term,  "learning" 
disabled/  however,  connotes  difficulty  in  the  educational  process. 
The  vast  majority  of  these  children  roust  be  served  through  the  public 
school  system.    We  envision  this  need  as  an  educational  one,  which 
should  not  be  a  Developmental  Disabilities  role  except  as  the 
State  Council  reviews  the  special  education  state  plan. 

The  National  Association  for  Retarded  Citizens  has  and  will 
continue  to  support  increased  appropriations  for  programs  for  the 
learning  disabled  under  the  Education  for  the  Handicapped  Act*. 

In  addition  to  the  limitation  to  educational  service  needs, 
ve  feel  that  this  disability  category  does  not  meet  another  criteria 
In  the  existing  developmental  diszibilities  definition,  namely, 
that  the  disability  "has  continued  or  can  be  expected  to  continue 
indefinitely." 

We  also  note  that  the  Administration  has  chosen  not  to  include 
the  learning  disabled  in  their  Developmental  Disabilities  bill. 

Federal  Matching 

The  National  Association  for  Retarded  Citizens  strongly  urge's 
you  to  retain  the  present  75%  Federal  matching  requirement.  The 
Senate  matching  provlslori  (70%)  and  the  Administration's  declining 
matching  provisions  would  greatly  inhibit  and  possibly  prohibit 
states  and  provider  agencies  from  participating  in  this  worthwhile 
program.    This  is  particularly  true  in  these  times  of  tight  budgets. 
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Conauiacr  Representation  oft  Developmental  Dlaabilitles  Stite  Councils 

Section  115(d)  of  the  Senate  bill  contains  language  that  would 
prohibit  officei^s  of  any  organization  which  receives  funds  or  pro- 
^vides  services  pursuant  to  this  Act,  from  membership  as  consumers 
on  the  state  planning  councils.    The  National  Association  for 
Retarded  ^Citizens  opposes  this^  provision.    In  our  opinion,  the  intent 
of  having  consumers  and  their  representatives  on  the  councils  is 
to  allow  other  council  members  the  opportunity  to  hear  and  see  first-' 
hand,  the  needs  of  the  development ally  disabled.    Ac  the  same  time, 
it' allows  direct  in^ut  by  developmentally  disabled  individuals  and 
their  repI^•saa.tatives  at«council  meetings. 

^The  mentally  retarded,  particularly  those  that 'Ineet  the  defini- 
tion of  developmental  disabili^ty       have  difficulty  in  articulating 
their  needs  and  participating  in  the  process  of  council  business. 
For  this  reason,  the  definition  of  consumer  in  the  existing  regula- 
tion^ includes  representatives  of  the  developmentally  disabled. 
Most  of  the  officers  of  Associations  for  Retarded  Citizens  and  other 
similar  organizations  are  parents  of  these  individuals, and  are 
usually  the  roost  involved  persons  in  that  organization,  and  can       *  " 
best  articul^rte  the  ineeds  of  the  people  they  represent. 

To  deny  these  individuals  the  opportunity  to  serve  on  Develop- 
mental Disabilities  Councils  will  rob  the  councils  of  valuable 
consumer  representation  and  leadership.    He  urge  this  provision 
be  removed. 

Ke  do  support,  however,  the  provision  that  employees  o^f  thests 
organizations  not  serve  as  "consumer  representatives." 

Bill  of  Rights. Provisions  ' 

Our  organization,  has  a  deep  commitment  toward  the  purpose 
as  stated  in  Title  II  of  S.  462.    The  Policy  Statements  on  Residential 
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Services  adopted  by  our  Boari  ot  Directcrs  in  October  1968,  addresses 
the  issues  of  the  denial  of  civil  rights,  unnecessary,  inappropriate 
and  prolonged  institutionalization,  the  lack  of  maintaining  stan- 
dards  and  the  need  for  alternative  community  care,  all  of  which  are 
addressed  in  Title  II.    To  .this  end,  the  Na.tional  Association  for 
Retarded  Citizens  was  a  lead  agency  of  the  Accreditation  Council 
for  Facilities  for  the  Mentally  Retarded  which  developed  the  two 
sets  of  standards  incorporated  as  Parts  C  and  D  .of  Title  XI. 

It  is  our  opinion*  however,  that  locking  these  nevF^  relatively 
untested  standards  into  law  is  a  serious  mistake.    "Mlise  standards 
will  need  constant  revision.    To  have  to^ amend  the  De^lopmental 
Disabilities  Act  to  accomplish  this  will  be  tedious  and  use  up  much 
of  the  Congress*  valuable  time.    At  the  same  time,  we  refjognize 
the  intent  of  this  Title  as  very  important. 

We  recommend  adopting  Part  B  of  TitJte  II  in,  some  revised  form 
that  will  allow  providers  of  service  to  the  developmentally  disabledf, 
state  agencies  and  the  Federal  Government  to  establish  and  imple- 
ment quality  assurance  systems.     In  order  for  t^xis  to  be  accomplished/ 
a ^reasonable  timetable  for  compliance  must  be  flexibly  structured 
and  jno^t  important,  the  Congress  must  authorize  specific  sums  of 
money 'for  residential  and  community-based  facilities  to  be  upgraded 
to  achieve  compliance  and  for  the  Secretary  to  develop  such  ^  ^ 
systems. 

We  urge  this  Committee  not  to  enact  Title  II  of  the  Senate  bill, 
as  presently  written,  into  law. 

Authorizations 

Wo  strongly  endorse  the  Senate  authorizations  for  the  ^rmula  ^ 
grant  program.    We  also  support  the  Senate  authorizations  $20 
nillicn  for  the  University  Affiliated  Facilities  programs. 
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We  recommend  the  consolidated  special  project  grants  be  authorized 
at  $18.5  million  for  the  first  year,  with  an  additional  $2.5  million 
added  each  subsequent  year.  .    «  s 

»  » 

Consolidated  Special  Project  Grants  and  Projects  of  National  Significance 

The  National  Association  for  Retarded  Citizens  strongly  encourages  , 
this'Coirduittee  to  enact,  the  Special  Project  Grant  provision  in  the 
Senate  bill  at  the  authorization  level  contained  in  our  recommended 
authorizations.  r  .  * 

Additionally,  we  support  a  30tk  set  aside  ^or  projects  of 
naliona;i  significance  under  the  special  project  authority,  rather  than  ' 
a  10%  set  aside  under  the  formula  grant  program. 

Our  organization  hopes  that  the  above  recommendations  will  be 
helpful  to  you  in  your  deliberations.    The  Developmental  Disabilities 
program  is  a  vital  one  tnat  sets  in.^place,  at  the  State  level,  i 
meaningful  planning  mechanism  designed  to  pull  together  Federal, 
state  and. local  resources  to  maximize  their  impact  on  dovelopmentally 
disabled  citizens.  In  these  hard  economic  times,  maximum  utilization 
of  theseSifiSources  should  be  utmost  in  .our  minds  .    We  urge  you  to 
enact  this  legislation  as  rapidly  as  possible  in  order  for  the  State 
Developmental  Disabilities  Councils  tq  renew  their  activities  And  in 
order  that  thousands  of  developmentally  disabled  persons  can  begin  to 
receive  desperately  needed  services. 

This  Committee  is  to  be  congratulated  for  its  past  efforts 
on  behalf  of  the  developmentally  disabled  citizens  of  our  country, 
and  we  wJL&ii  you  well  in  ^thrs  new  session. 
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AMKRICAN  DKNTAL.  ASSOCIATION 

WA»MIK0T0«  OrnCC   •   lUHC  1004  /  110I-17TH  ITRttT.  H,W.   •   WASHINGTON.  0&  200»«i/  Ptjifw:  B9M0M 


March  18,  1975 


The  Honor^le  ^«7ennings  Randolph 
chairman  ^ 

Subconinittee  on*  the  Handicapped  ^ 
5121  Dirksen  Senate  Office ^Building 
Washington,  d.C.  20510 

Dear  Senator  Randolph: 

I  am  writing  to  express  the  views  ci  the  American  Dental  Association 
concerning  S.  3378  the  Developmehtally  Disabled  Assistance  and  Bill 
of  Rights  Act,  particularly  with  respect  to  the  dental  care  provisions  * 
in  Title  II  of  the  proposal,  the  "Bill  of  Rights"  fpr  the  mentally 
retarded.  *'  j  - 

We  "l^eXieve  that  the  comprehensive  dental  standards  Outlined  in 
seotion  261  are  well-conceived,  and  if  attained- will  result  in^ 
a  professionally  sound  and  effective  dental  health  treatment 
program  for  residents  of'lfacilities  for  the  jrtentally  retarded 
anti  others  with  developmental  disabilities y  The  authors  of  the 
bill  are  to  be  comme^^ed  for  the  thorouj^fuhffss  of  their  u'nder- 
sranding  of  proper  dental  care  procedures.  ,  * 

unfortunately  we  do.  not  have  sufficient  information  to  enable  us 
to  comment  meaningfully  on  two  aspects  o^  the  dental  provisions 
pf  this  bill  which  we  feel  deserve  considerable  study.  These 
isame  two  questions  would  apply  to  the  other  areas  for  which/ 
/standards  are  established,    bne  of  these  relates  to  t^he  cost  ^ 
lot  implementing  the  comprehensive  *dei>tal  program  as  outlined  in 
/the  standards  in  all  appropriate  facilities  in  the  U.S.  The 
(second  question  relates  to  the  practical  possibility  of  actually 
I  establishing  such  a  program  in  each  facility  within  "^ive  years. 

Xfthou^h  the  goals  of  the  legislation  ^re  extremely  desirable,  it 
would  appear  that  questions  as  to  overall  cost  and  the.  availability 
of  equipment  and  manpower  must  be  realistically  answered  before  a 
program  as  comprehensive  and  as  specific  as  that  proposed  in  this 
bill  can  be  implemented.  For  tHese  reasons,  the  Committee  may  wish 
to  include  language  in  the  legislation  permitting  some  sort  of 
waiver  or  partial  waiver  of  the  standards  v^ere  tfiia  can  be 
justified  with  respect  to  individual  facilities.* 
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The  H9nprabl*  Jennings  *Randolph         '  ^ 

page  two  March  18,, 

It  xs*re'spect£ully  submitted  that  these  comments  be  included  in 
the  hearing  record  on  S.  3378.  If  any  further  assistance  can  be 
provided  during,  your  deliberation,  please  do  not  hesitate  to  let 
MB  know. 

*        ,  Sincerely  yours. 


PKK; jf 


Paul  W.  Kunkel,  Jt.,  D'.M.p 
'  Chairman* 

Council  on  I«egislation 
*  American  Dental  Association 
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.UNITED  CEKEBRAl  PAUY  ASSOCIATIONS,  INC.  •  66  EAST  34lh  STREET  •  NEW  YORK,  NEW  YORK  10016 


Reply  TO! 


•lUtVUC  HOTIU  IS  ctTHicr,  H,  w. 


Hirold  A*  Beiuon,  Jr.  <2i2)  M9^5 
Director 

CtovemaentcL  Activities  Office  ^ 
M«rch  13,  1975 


The  Honorable  Jennings  Randolph 
phAlraan^  Sen*te  SubcoD»lttee  on 

the  Handicapped 
Dlrksen  Senate  Office  BuUdlne 
Room  5121 
Wathington,  D«C* 


Dear  Senator  Randolph; 

united  Cerebral  Palsy  Associations,  Inc.'y  applauds  r^e««t 
Con^sslonal  efforts  to  Increase  the  responsiveness  and  effectiveness 
of  the  Developmental  Dlsablll^tles  prosran*    If  these  congressional  obJec« 
tlves  ,to  better  serve,  those  with  developnental  disabilities  are  to 
be  adequately  achieved,  HEK*5  Division  of  Developnental  Disabilities 
'  Bust  be  strengthened  and  reinforced  on  a  continuing  basis  • 

We  believe  the  sincerity  and  leadership  of  Assistant  Secretary 
Stanleyii Thomas  has  vastly*  improved  the  vlsablllty,  focua>  and  morale 
,  of  the  Developmental  Disabilities  office*    However,  more  Is  needed* 
Af  greater  effort  should  be' made. 

We  have  witnessed  a  startling  demise  In^the  actual  number  of 
staff  positions.    In  December  1967>  the  former  Division  om  Mental 
Retardation  had  a  staff  of  60  persons  which  declined  to  33  by  February 
1970.    In  June  1971*  when  the  Division  on  Developmental  Disabilities 
-began  to   actively  Implement  P.L.  91-517,  a  staff  of  28  was  in  place* 
Today,  ^(December  197^)  we  see  a  staff  of  18,  a  two-thirds  reduction 
from  1967.  /' 

The  Congressional  proposals  would  expand  the  Division's  administra- 
tive oversight  responsibilities,  would  expand  the  Division's  responsi- 
bilities and  effectiveness  In  serving  an  improved  National  Council, 
would  require  promulgation  of  regulations  within  90  days  of  enactment, 
would  increase  special  project  activity,  and  would  require  the  Division, 
in  consultation  with  the  National  Council^  to  develop  an  elaborate  mai^l 
evaluation  system  and  to  develop  a  plan  tor  Implementation  by  the 
states.    UCPAi; supports  these  initiations  but  emphasizes  t)>at  adequate 
staff  must  be  in  place  to  guarantee  their  success. 

UCPA  has  always  been  concerned  with  the  breakdown  in  communications 
between  central  office  -  regional  office  -  and  state  agencies  and 
councils.    In  our  February  8,  1973  Senate  testimony  we  emphasised  tl^  * 
^fact  that  "there  seems  to  be- no  clear  cut,  consistent  method  to 
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channel  infonaatlon  from  the  HEW  central  office  to  the  Regional  offices 
and  then  to  the  state  offices  and, state  councils'*.    We, firmly  believe 
'that  HEW  regional  offices  must  be  so  organized  to  guarantee  the  Integrity 
and  'Identity  of  the  Developmental  Disabilities  program. 

UCPA  notefl,  with  Interest  the  placing  of  the  Director  of  the  Office 
of  Rehabilitation  Services  (DORS)  in  a  position  of  direct  responsibi- 
lity to  the  Regional  Coomlsfioner.    UCPA  recommends  that  the  appro- 
priate Developmental  Disabilities  staff  have  direct  access  to  the 
Regional  Connissloner  follotrlng  the  DORS  moQel* 

Successful  implementation  of  the  new  DD  legislation  will  be  highly 
*  dependent  on  a  viable  and  strong  administrative  structure .  This 
^structure  must  be  so  organized  as  to  Increase  staff  capability,  especially 

\r«lmted^to  evaluation  to  upper  level  management,  especially  in  matters 
'  con&ernlng  budget  decisions  and  long  range  planning;  and  to  increase 

the  recognition  of  the  Division's  planning  and  coordination  fuactlwis.,. 

UCPA  is  hopeftxl  that  the  sincere  efforts  and  concerns  of  the  Congress 
vlth<,the  future  of  the  Developmental  Disabilities  program  will  be 
reinforced  by  a  strong  administrative  endeavor.    Thank  you  for  your 
consideration* 


Tlrs.  Ada  Oruber 
Chairman 

W!PA  Govemmeiital  Activities 


Committee 
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■»4  ru  CoN'OKEss   )  SENATE  j  KEronr 


1st  Session  No.  94-160 


developmentaijly  disabled  assistance  and  bill 
of  rights  act 


May  22, 1075.— Oraered  to  be  priutod 


Mr.  Sandolph,  from  the  Committee  on  Labor  and  Public  Welfare, 
submitted  the  following 

Ri^PORT  ; 

(To  accompany  S.  402] 

The  Committee  op  Labor  and  Public  Welfare,  to  which  was  referred 
the  bill  (S.  462)  to  provide  assibtance  for  the  developmentally  disabled, 
establish  a  bill  of  rights  for  the  dfevelopmentally  disabled,  and  for 
other  i)urposes,  having  considered  the  same,  reports  favorably  thereon 
unth  arhendment(s)  and  recommends  that  the  bill  as  amended  do  pa^i5. 

^  *  Purpose 

The  prinqipal  purpose  of  title  I  of  S.  462  is  to  extend  and  improve 
the  programs  irtitiated  under  the  Developmental  Disabilities  Services 
and  Facilities  Constructioa  Act  (Public  Law  91-517)  for  five  years 
beojinning  July  1,  1974. 

It  is  the  Committee's  intent  to  insure  the  continued  targeting  of 
funds  and  resources  to  developmentally  disabled  individuals  through 
a  combination  of  national.  State,  and  locafefforts.  To  this  end,  this 
legislation  is  designed  to  assist  the  States,  in  developing  a  compre- 
hensive plan  wlucn  will  brin^  together  all  available  resources  so  that 
such  pbrsons  may  be  ^en^ed  m  u\B  most  effective,  efficient  way.  Fur- 
ther, it  \Al\  add  a  new  program  to  facilitate  the  achievement  of 
standards  by  residential  and  community  facilities  in  order  to  protect 
the  rights  of  mentally  retarded  and  other  developmentally  disabled 
persons. 

The  intent  of  title  II  is  not  only  to-  improve  care  in  residential 
facilities  but  also  to  minimize  inappropnate  admissions  and  to 
stimulate  States  to  develop  alternative  programs  of  care  for  mental(\ 
retarded  and  other  developmentally  disabled  persons.  It  is  clear  that 
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the  provisioq  of  adequate  and  huinano  care  in  large  State  mstitutions 
alone  is  not  an  adequate  answer  to  the  problem.  Other  Initiatives  imibt 
include  cutting  off  tlie  flow  of  residents  into  the  institution  through 
the  development  of  community  alternatives.  Tliu^,  title  II  is  directed 
toward  these  goals.  ^  , 
Need  for  LEGISLATIO^* 

As  ilcnned  in  S.  462,  developmental  disabilities  are  those  disabilities 
which  originate  ir*  childhood  and  are  attributable  to  mental  retarda- 
tion, cereoral  palsy,  epilepsy,  autism,  severe  specific  learning  dis- 
abilities, or  to  certain  otlier  conditions.  Such  disabilities  continue 
indefinitely  and  constitute  a  substantial  handicap  with  respect  to 
one's  ability  to  function  adequately  for  personal  or  social  needs. 

Over  6  million  American  citizens  suffer  from  mental  retardation; 
those  ivith  epilepsy  number  over  2  million,  750,000  suffer  from  cerebral 
palsy,  those  suffering  from  autism  are  estimated  at  80,000;  and  approx- 
nnately  1  percent  of  the  school-age  population  suffers  from  specific 
learning  disabilities  toward  the  severe  end  of  the  continuum.  A  Jarge 
percentage  of  all  these  citizens  are  so  seyerely  disabled  as  to  require  a 
nfetime  array  of  services  to  reduce  dependency  or  to  develop  potential 
abilities  for  personal  and  social  functioning.  Developmentally  disabled 
persons  frequently  are  afflicted  with  two  or  more  overlapping  con- 
ditions: for  example,  approximately  35  percent  of  those  afilicted  Yith 
mental  retardation  suffer  additional  severely  handicapping  conditions 
such  as  cerebral  palsjr,  epilepsy,  deafness  or  blindness.  Obviously, 
these  individuals  require  programs  designed  to  provide  for  specific 
and  multiple  problems. 

The  concept  underlying  tlie  Developmental  Disabilities  Act  passed 
in  1970  was  that  there  was  a  great  need  for  bett<^r  planning  for  services 
to  developmentally  disabled  individuals.  That  legislation,  therefore, 
used  its  limited  funding  to  fill  gaps  in  existing  generic  and  specialized 
services,  to  extend  the  reach  of  currently  available  services  to  new 
groups  of  individuals,  and  to  integrate  service  resources  in  a  State 
to  meet  the  changing  needs  of  developmentally  disabled  persons. 
The  Act  also  provided  for  intcfdiscipfmaiy  training  programs  m 
institutions  of  nigher  education,  for  grants  for  projects  of  national 
significance,  and  grants  for  the  construction  and  operation  of 
University-Affiliated  Facilities  (UAFs)  for  the  developmentally 
disabled. 

Encouraging  but  limited  progress  has  been  made  under  the  present 
law.  There  has  been  a  limited  emphasis  on  conimunity  care  and  refine- 
ments in  institutional  prt^rams;  thei:e  are  inadequacies  in  various 
States  in  terms  of  advocacy,  early  intervention,  developing  alterna- 
tives to  institutionalization,  improvements  in  institutional  services 
and  environment,  transportation  to  and  from  services,  and  identifica- 
tion and  tracking  of  clients.  In  relation^  to  the  niagnitude  of  ^need, 
accomplishments  m  tliese  areas  hftvejbarely  scratched  the  surface^ 

Further,  in  reviewing  (at  the  request  of  the  Subcommittee  on^he 
Handicapped)  the  programs  supported  under  the  present  Act,  ilie 
General  Accounting  Office  found  (a)  that,  wide  variation  exii^ted 
betw'een  programs  for  developmentally  disabled  persons  in  the  variou^ 
States;  and  (b)  that  programs  within  the  same  State,  supported  either^ 
by  funds  for  the  University  Affiliated  Facilities  or  by  the  grants- 


in-aidto  the  States , program,  frequently  were  administered  and  oper- 
ated without  coordination  and  with  different  ^Oais. 

The  Committee  has  determined  that  there  is  a  need  for  continued 
Federal  concern  for  the  treatment  and  dignity  of  devolopmentally 
disabled  citizens  in  terms  of  appropriate  legbiation  and  adequate  levels 
of  financial  support.  In  particular,  the  Committee  believes  that  there 
is  a  need  for  a  clear  exposition  of  the  purposes  for  ^vhich  support 
should  bo  provided  under  the  authorities  of  tlio  Act  and  that  the  pur- 
poses and  goals  of  programs  located  in  Univei'sity-Affiliated  Facihties 
and^  those  located  in  the  comraimity  should  be  the  same. 

To  achieve  this  goal,  the  Committee  bill  is  written  so  that  the  States 
must  expend  more  effort  in  coordinating  planning  for  the  delivery  of 
services  to  developmen tally  disabled  individuals.  S.  462  establishes  a 
cooperative  relationship  between  the  Statja  Planning  Councils  and 
State  agencies  respon.^ible  for  the  implementation  of  the  State  plans. 
The  Committee  believes  that  this  new  relationship  will  be  more  effec- 
tive in  the  planning  and  catalytic  dei)lo3  ment  of  fuhds  so  that  an  into- 
nated and  efiacient  delivery  of  i^ervices  to  developmentally  disabled 
mdividtials  can  be  achieved.  & 

In  brief,  title  II  of  S.  462  reflects  the  Committee's  increasing  con- 
cern about  persons  who  are  institutionalized  because  .the}'  are  develoj)- 
mentally  disabled.  In  his  statement  before  this  Committee,  Dr.  Kobcrt 
Cook  commented  as  follows:  , 

The  institutionalized  mentally  retarded  are  the  most  neglected, 
of  all  persons  in  our  society.  They  have  been  subjected  to  ethical 
and  legal  abuses,  with  loss  of,  rights,  both  civil  and  personal,  fre- 
quently occurring  without  even  a  semblance  of  due  process.  Such 
abuses  have  recently  been  recognized  by  class  action  suits  through 
the  courts  and  some  change  can„be  expected.  Some  of  the  de- 
humanizing aspects  result  from  gross  inadequacies  of  instit\i  tional 
facilities,  programs  and  personnel,  and  are  not  a  necessary  conse- 
quence of  residential  care./ 

There  is  no  question  but  that  residential  care  outside  the  par- 
ents' home  is  necessary  in  some  instances.  Families  for  a  host  of 
reasons  may  not  be  able  to  cope.  Families  may  disintegrate  from 
illness;  physical,  mental,  or  social.  The  retarded  or  disabled  may 
present  management  problems  far  greater  than  any  parent  can 
take  care  of,  or  the  retarded  may  age  and  move  into  adidt  life 
without  parental  care.  Thus,  we  vn\\  need  residential  care  for 
i:nany,  many  years  to  como. 
The  last  four  vears  have  ^een  a  dramatic  increase  in  public  aware- 
ness of  the  needs  of  insiitutionalized  mentally  retarded  or  devolop- 
mentally disabled  persons.  This  has  been  highlighted  by  scandals  in  a 
number  of  institutions,  by  court  cases,  and  by  some  excellent' work 
done  in  the  mass  media.  Testimony  before  this  committee  perbiiasivoly 
demonstrated  that  implementation  and  enforcement  of  niiiuinuni 
standards  of  care  in  institutions  for  the  developmentally  disabled  are 
urgently  needed  and  that  the  Federal  government  can  and  should 
play  a  significant  role  in  upgrading  the  care  and  services  provided  to 
dcvejopmentally  disabled  persons  in  public  and  other  facilities  which 
^operate  witli  Federal  funds. 

Hearings  ^ 

On  February  8, 1973,  the  Subcomp^iittee  on  the  Handicapped  of  the 
Committee  on  Labor  and  Public  Welfare  held  hearings  on  S.  427,  a 
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bill  to  provide  for.  the  extension  of  the  Developmental  Disabilities 
Sel*vices  and  facilities  Construction  Act. 

ilore  than  25  witnesses  testified  in  bupport  of  S.  427  and  related  lo<;- 
ishition.  A  considerable  number  of  profc^bional  and  consumer  organi- 
zations were  represented.  Among  those  groups  testifying  were  the 
Nationaf  Society  for  Autistic  Children;  the  JS^ational  Association  for 
Retarded  Children,  National  Association  of  PrivatiJ  and  Residential 
Facilities  for  the  Mentally  Retarded;  Muscular  Dystrophy  Associa- 
tion of  America;  American  Speech  and  Hearing  Association;  United 
Cerebral  Palsy  Association,  Inc.;. American  Physical  Therapy  Asso- 
'ciation;  National  Easter  Seal  Society  for  Crippled  Children  and 
Adults;  National  Association  for  Mental  Health,  Inc.;  and. National , 
Association  of  State  Menial  Health  Program  Directors. 

Hearings  were  concluded  when  testimony  was  given  on  May  1, 1974, 
concerning  S.  3378,  the  **Developmentally  Disabled  Assistance  and 
Bill  of  Rights  Act".  Witnesses  at  this  hearingincluded  Mr.  Stephen 
Kurzman,  Assistant  Secretary  for  Legislation/Department  of  Health, 
Education,  and  Welfare;  and  Mr«^ James  D wight.  Administrator, 
Social  and  Rehabilitation  Service,  Department  of  Health,  Education, 

and  Welfare.  .    ^.  .          .  .  i 

Eecause  S.  3373  was  nul  enacted,  the  Chairman  of  the  Subcommittee 
on  the  Handicappecl,  Senator  Jennings  Randolph,  reintroduced  an 
identical  bill  in  the  94th  Congress  .with  bill  number  S.  462.  On 
Viarch  18,  1975,  the  Subcommittee  held  hearings  on  S.  462  and  on 
S.  1194  (a  measure  which  Senator  Stafford,  ranking  minority  member 
of  the  Subcommittee,  had  introduced  by  request).  Testifying  at  that 
hearing  was  Stephen  Kurzman,  Assistant  Secretary  for  Legislation, 
Department  of  Health,  Education,  and  Welfare;  Peter  JVanklin, 
Special  Assistant  to  tha  Secretary;  and  Francis  Lynch,  Director, 
Office  for  Developmental  Disabilities,  Office  for  Human  Development. 

i  Backguovnd  ^ 

On  February  5,  1963,  President  Kennedy  sent  a  message  to  the 
Congress  proposing  two  major  new  programs.  IIcT  stated  in  that 

message;  t-        i       •         •  i  r 

In  an  effort  to  hold  domestic  expenditures  down,  in  a  period  of 
tax  reduction,  I  have  postponed  new  programs  and  reduced  added 
expenditures  in  all  area^  when  that  coula  bo  done.  But  we  cannot 
afford  J  to  postpone  any  longer  a  revQrsal  iu  om  approach  to 
mental  afiliction  ,  .  .  We  can ,  procrastinate  no  more.  J  he 
national  mental  health  program  and  the  national  program  to 
-  combat  mental  retardation  herein  proposed  warrant  prompt 
^     .  congressional  attention.  r       \  t  \ 

The  legislative  package  contained  in  President  Kennedy  s  proposa 
was  the  result  of  recommendations  of  the  President's  Panel  on  M(;nta 
Retardation,  which  he  had  appointed  in  1961,  w!icn  he  fir^t  directed 
tliat  new  approaches  in  thc^e  areas  should  be  developed.  I  he  results 
of  the  PresKlent  s  recommendatioiij^  for  new  programs  were  embodied 
in  Public  Law  88-156,  a  bill  which  launched  a  hpecial  Federal  program 
of  compreheiibive  materjiit}  and  infant  care  projects  aimed  at  hi^h- 
risk  mothers,  and  Public  Law  88  164,  which  launched  the  fii-st  major 
Federal  program  for  the  construction  of  facilities  for  the  mentally 
ill  ami  mentally  retarded. 
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The  Developmental  Disabilities  Services  and  Facilities  Coastriic- 
tion  Act  (Public  Law  91-517)  was  signed  by  President  Nixon  in  1970 
and  was  an  outgrowth  of,  and  an  amendment  to,  Public  Law  88-1G4. 
In  the  interim  between  the  passage  of  the  two  lawb,  modem  buildingb 
were  constructed,  demonstration  programs  were  successfully  con- 
ducted, and  manpower  was  trained.  Benefits  from  the  mentaLrefcar- 
dation  program  were  behig  felt.  Still,  large  groups  of  handicapped 
persons  with  conditions?  needing  similar  services  were  excluded. 

Public  Law  91-^517  changed  the  original  1963  Act  in  several  different 
ways: 

1.  It  broadened  the  population  to  be  served  by  tlie  legislation,  in- 
cluding, not  only  mentality'  retarded  persons,  but  also  those  suffering 
from  cerebral  palsy,  epilepsy,  and  neurological  conditions  cloifely 
related  to  mental  retardation; 

2.  Title  I,  Part  B  of-  Public  Law  88-164  had  authorised  project 
grants  for  the  construction  of  University-Affiliated  Facilities  for  the 
mentally  retarded.  The  new  law  extended  this  program  for  three  addi- 
tional years,  expanded  ifto  include  other  developmental  disabilities 
besides.mental  retardation,  replaced  the  tenn  "clinical  training"  with 
the  term  "interdisciplinary  training"  to  emphasize  the  cross-discipli- 
nary nature  of  the  UAF  program,  and  authorized  a  new  program  of 
project  grants  for  operational  support  for  programs  in  facilities  of  this 
type.   '  . 

3.  Title  I,  Part  C  of  Public  Law  88-164  created  authority  for  con- 
struction of  community  mental  retardation  facilities.  Public  Law  91- 
517  replaced  that  authority.  The  new  law  mandated  a  Federal-State 
formula  grant  program  to  (a)  assist  the  States  ^in  developing  and  im- 
plementihg  a  comprehensive  State  plan  to  meet  the  needs  of  the,deycl- 
opmentally  disabled;  (b)  to  assist  public  or  other  nonprofit  agencies 
in  the  construction  of  facilities  used  in  the  provision  of  services;  (c) 
to  provide  services  to  persons  with  developmental  disabilities;  (d)  to 
support  costs  of  planning,  administration,  or  technical  assistance  to 
States  and  local  agencies;  (e)  to  train  specialized  personnel  needed  in 
this  area;  and  (f)  to  provide  for  the  demonstration  or  development  of 
new  techniques  for  the  delivery  of  services. 

Public  Law  91-517  also  estaolished  a  Niitional  Advisory  Council  on 
Services  and  Facilities  for  the  Developinentally  Disabled  to  advise  the. 
Secretary  with  respect  to  regulations  promulgated  i)ursuant  to  enact- 
ment of  Public  Law  91^517  and  to  study  and  evaluate  programs  au- 
thorized by  Part  C  under  tliat  law. 

In  June  1973,  thirteen  major  authorizations  for  Federal  programs 
(including  the  Developmental  Disabilities  program)  expired  simul- 
taneously. They  were  placed  under  an  umbrella  amendment  to  the 
Public  Health  Service  Act  and  given  a  one-year  extension.  This 
legislation  expired  at  the  end  of  fiscal  1974,  and  the  Developmental 
Disabilities  Services  and  Facilities  Construction  Act  programs  are 
being  continued  under  a  Continuing  Resolution  until  June  30.  1075. 

TEe  1970  Act  has  provided  for  the  commingling  of  funds  under 
this  program  with  those  of  other  programs  to  facilitate  the  develop- 
mei)t  of  comprehensive  services  for  developinentally  disabled  persons, 
there  has  been  a  combination  and  integration  of  the  efforts  in  both 
specialized  and  generic  hcrvices  of  agencies  representing  divei*se  areas 
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such  as  health,  welfare,  education  and  rehabilitation,  without  imposing 
a  set  pattern  of  services  on  any  one  State. 

The  formula  grant  program  (Part  C)  has  operated  through  two 
main  mechansims:  designated  State  agencies  and  State  Planning  and 
Advisory  Councils.  One  or  more  State  agencies  have  been  chosen  to 
administer  or  supervise  a  State  plan.  This  plan  is  to  be  submitted  to 
the  Secretary  of  the  Department  of  Health,  Education,  and  Welfare 
for  approval  and  is  to  inqlude  a  description  of  how  other  State-Federal 
programs  provide  for  devdopmen tally  disabled  person$  and  how  any 
new  programs  will  complement  and  augment,  not  duplicate^  existing 
programs.  At  least  nine  Federal  programs  are  taken  into  account: 
vocational  rehabiUtation;  public  assistance;  Social  services;  .crippled 
ciiildron's  services,  education  for  the  handicapped;  medical-'assistance; 
maternal  and  child  health;  comprehensive  health. planning;,  and 
'mental  health.  .  ^ 

At  the  sarne.time,  a  State  Planning  and  Advisory  Council  has  peen 
charged  with  sotting  the  pace  for  the  direction,  development  and 
growth  of  tbft  prograrri.  Membership  of:  the  State  Planning  and  Ad- 
visory Council' has  included  representatives  of  the  prihcipaF  State 
agencies,  local  agencies,  noA-governmental  organizations  and-gitizens 
groups,  and  representatives  of  cohsuiners  of  services. 

Since  the  enactment  of  Public  Laiy  91-517,  the  States  hjive  spent 
73.1%  uf  their  Federal  funds  for  the  provision  pf  cervices,  and  8.1% 
for  construction.  The  remainder,  8.8%,  has  l)een  used  for  planning  and 
administration.  Over  the  three  year  period  from  197J.  to  1974,  $58.9 
million  in  federal  funds  have  been  spent  for  services,  $15.1  million 
foe  planjung  and  administration,  and  $6.8  million  for  construction 
of  facilities.  * 

The  developmental  disabilities  program  litis  been  in  actual  operation 
for  less  than  three  years  in  most  jurisdictions,  but  the  soundness  of 
the  basic  legislation  has  been  amply  demonstrated.  The  CommittCQ 
believes,  however,  that  S.  462  mil  redirect  the  programs  so  that  more 
developnientally  disabled  persons  will  receive  direct  benefits  of  the 
program. 

SuM.M.vRY  OF  Major'  Pkovisions 

TITLE  I 

i.  DEFINITION'  OP  DEVELOP. MENTAL  DISABILITIES 

The  definition  of  a  "developmental  disability"  under  the  1970  Act 
finiitcu  the  term  to  thosn  snftcring  from  mental  retardation,  cerebral 
palsv,  cpilopsv,  and  other  neurological  conditions.  The  Secretary  of 
the  "Department  of  Health,  Education,  and  WoUaro,  in  regulations 
developed  pursuant  to  enactment  of  the  1970  law,  narrowly  construed 
this  definition  so  that  it  in  effect  applied  only  to  mental  retardation, 
cerebral  palsy,  and  epilepsy.  In  the  opinion  of  many  in  the  professional 
communitv,  this  restricted  definition  omitted  a  large  number  of  per- 


individual  found  to  be  clo&ely  related  to  mental  retardation  as  it  refers 
/to  goiicral  intellectual  functioning  or  impairment  in  adaptive  behavior 
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or  to  require  treatment  biniilar  to  that  required  for  mentally  retarded 
individuals.  The  Committee  retained  language  stating  that  the  dis- 
ability had  to  (1)  originate  before  the  individual  became  18;  (2)  con- 
tinue indefinitely;  and  (3;  constitute  a  substantial  handicap  to  an 
individual's  ability  to  function  normally  in  society. 

The  Committee  inckuled  autism  and  severe  specific  learning  dis- 
abilities after  long  and  careful  deliberation.  Since  it  is  the  Committee *s 
intent  that  funds  authorized  by.  this  legislation  arc  to  be  used  pri- 
marily for  planning  and  coordination,  it  will  not  require,  a  substantial 
increase  in  funds  to  plan  and  coordinate  services  for  autistic  persons 
and  persons  having  severe  specific  learning  disabilitif;s  as  well  as  to 
plan  and  coordinate  services  for  persons  with  mental  retardation, 
cerebral  palsy,  and  epilepsy.  .... 

Autism  Jias  been  the  most  neglected  of  the  childhood,  disabilities, 
partly  because  of  ignorance  and  misunderstanding.  Autistic  persons, 
if  they  arc  ^iven  the  medical,.educational,  and  vocational  intervention 
to  wfiicli  they  have  a  .right,  can  become  functional  and  productive 
members  of  society..  They  have  needs  which  are  similar  to  those  .of 
individuals  with  mental  retardation,  cerebral  palsy,  and  epilepsy; 
therefore,  when  services  are  provided  under  tliis  Act,  services  for  au- 
tistic persons  can  be  integrated  into  on-going:  or  planned  programs 
fur  other  develonmentally  disabled  persons  without  significantly  in- 
creasing cobtto.  Even  where  additional  expenditures  are  required,  t\\6 
Committee  believes  that  wo  must  provide  thobC  services  wliich  have  so 
iQiig  been  lacking. 

When  the  Cqinmittcc  includes  persons  with  severe  specific  leamiiig 
disabilities,,  it  intends  to  help  only  those  who  are  most  seriously  in 
need  of  .assistance,  i.e.  those  who  meet  the  cri  teria  that  the  disability 
(l;  must  have  originated  before  age  18.  (2)  ib  expected  to  continvic 
indcfinitelv,  and  (3)  constitutes  a  substantial  liandicap  to  such  indi- 
vidual's ability  to  function  normally  in  .society.  Only  those  whose 
specific  learning  disabilities  are  toward  the  severe  end  of  tho  con- 
tinuum ^ill  meet  the  definition  contained  ni  this  Act. 

II.  UNIVEnslTY-AFFILIATEU  FACILITIES  (PAUT  A) 

Ilistonj 

Public  Law  88  164,  enacted  in  1963,  intended  Uniyersit>;*AfIiliated 
Facilities  (UAF  &j  to  be  clinical  facilities  absociated  with  an  institution 
of  higher  education;  tliev  woul/1  serve  three  main  functions: 

1.  Provide  clinical  training  of  physicians  and  other  specialised 
personnel  to  serve  the  mentally  retarded; 

2.  JDeinonstrate  new  techniques  (exemplar}^  services)  to  diag- 
nose, treat,  educate,  train  and  care  for  the  mentally  retarded; 

3.  Provide  inpatient  and  outpatient  bcr vices  for  the  mentally 
retarded.  ^       ^  . 

Subsequent  legislation  introduced  the  term  "interdisciplinary^  train- 
ing** to  emi)lKu^i/-o  that  UAF  training  programs  bhould  include  doclorb, 
.social  workeri>,  pediatricians,  tlierapibU  and  professional  personnel 
from  other  disciplines  who  wpidd  work  as  a  team,  learning  what  each 
^.  has  to  offer  in  terms  of  services. 
B.  Dcmonslralhii  and  Training  Grants 

Section  102  of  S,  462  rontinues  this  program  and  a  svstem  of  dem- 
onstration aud  training  grantb  to  be  used  for  covering  part  of  the  cost 
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of  administering  and  operating  demousti'ation  facilities.and  interdis- 
ciplinary training  programs  for  profe&^ionUl  personnel.  Sw^h  facilities 
ami  programs  are  connected  with  an  institution  of  higher  education 
and  are  designed  primarily  to  servo  persons  with  develoDinontal 
disabilities.  The  Committee  has  authonzed  $25  million  for  FY  197o 
and  each  of  the  four  succeeding  fiscal  years  for  these  grants. 

Any  facility  desiring  to  receive  a  grant  must  establish  goals  similar 
to  and  consistent  with  those  required  in  the  State  plans  mandated  by 
Section  114  of  S.  462.  Therefore,  in  addition  to  training  physicians 
and  specialized  personnel  needed  to  provide  services  to  develop  men- 
tally disabled  persons,  UAF's  must  establish  as  priority  goals:  (1) 
deinstitutionalization  of  persons  with  developmental  disabilities  when- 
ever possible;  normalization  outside  instituitions;. development  of  com- 
munity-based programs;  and  follow-up  services  for  persons  who  leave 
institutions;  (2)  early  screening,  diagnosis  and  evaluation  of  infants 
an(i^preschool  children  who  suffer  from  develdpmental  disabilities  (this 
includes  maternal  care,  developmental  screening,  home  care,  infant 
and  preschool  stimulation  programs,  parent  counseling  and  training) ; 
(3)  services  for  adults,  including  counseling^  client  program  coordina- 
tion, follow-along  services,  protective  services,  and  persona!  advocacy 
services;. and  (4)  normalization  of  institutional  life.  There  is  an  em- 
phasis upon  the  ability  and  corhmitment  of  the  UAF  program  to  pro-  4: 
vide  services  in  the  community  which  are  not  available*  under  other 
laws  to  persons  with  developmental  disabilities. 

The  Committee  feels  that  the  prime  reason  for  the  creation  of  the  ^ 
UA  j's  was  to  serve  the  deyelopmen  tally  disabled  community  through 
the  interdisciplinary  training  of  professional  personnel  and  thai  the 
UAF's  must  become  more  responsive  to  the  goals  of  the  Developmental 
Disabilities  program.  Because  they  have  been  funded  froni  multiple 
sources,  most  of  their  funds  ($14.6  million  in  1973)  have  come  from  the 
Maternal  and  Child  Health  Service;  and  they  have  not  had  any  speci- 
fied set  of  goals  other  than  interdisciplinary  training.  There  has  been 
a  great  deal  of  confusion  as  to  their  exact  role.  Instead,  they  have 
responded  to  the  varying  dollar  amounts  contributed  by  Maternal 
and  Child  Health,  the  Bureau  of  Education  for  the  Handicapped, 
the  National  Institutes  of  Health,  Vocational  Rehabilitation,  organrza- 
tions  and  universities.  The  inevitable  result  has  been  a  lack  of  focus 
for,,  UAF  programs,  a  lack  of  coordination  with  State  developmental 
disabilities  programs,  and  heavily  child^riented  programs. 

The  Committee  hopes  that  by  establishing  specific  goals  and  by  man- 
dating their  serving  developmentally  disabled  adults  as  well  as  chil- 
dren, UAF's  will  be  targeted  toward  the  goals  which  this  legislation  is 
establishing  for  the  State  developniental  disabilities  progranis.'In  the 
final  anal3^sis,  the  main  goal  is  to  gpt  all  available  services  and  resource*; 
to  the  place  where  they  are  most  needed— the  developmentally  disabled 
community  itself.  Major  support  in  meetinjg  this  goal  should  be  pro- 
vided tp  the^State  Planning  Con^cils  by  allUAF's. 

The  Committee  is  concerned  that  exces^^ive  decentralization  within 
the  Developmental  Disabilities  program  is  an  obstacle  to  effective 
.cbordination  and  communication  among  the  several  HEW  funding 
agencies  which  support  the  UAF  program,  nnd  will  continue  to  lend 
to  problems  in  estabhsliing  a  coherent  national  policy  for  the  UAF 
program  which  is  essential  if  the  intent'of  this  legislation  is  to  be 
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fulfilled.  The  Committee's  intent  is  that  the  Office  of  Ilumaii  Develop- 
ment take  steps  to  ensure  that  the  UAF  support  administered  by  the 
Developmental  Disabilities  program  be  aaniinistered  by  policy  es* 
tablished  and  monitored  at  a  national  level,  and  that  this  support  is 
coordinated  with  other  Federal  funding  agency  program  support  of 
the  UAF  network. 

C*  Renovation  and  Modernization 

Six  and  a  half  million  dollars  are  authorized  to  be  appropriated  for 
each  of  the  fiscal  years  1975, 1976,  1977,  1978,  and  1979  for  grants  for 
renovation  and  modernization  of  UA^'s  or  public  or  nonprofit  facili-  ^ 
tie.s  to  be  used  for  the  establishment  of  satellite  centers  (see  below)/ 
Priority  shall  be  given  to  those  applicants  utilizing  existing  facilities. 
Such  grants  may  be  used  only  for  facilities  which,  after  renovation 
or  .modernization,  comply  witK  standards  developed  pursuant  to  the 
Architectural  Barriers  Act  of  1968  (PubX.  90-480). 

'Z>.  Satellite  Centers 

The  University-Affiliated  Facility-Satellite  Center  program  pro- 
posed in  this  Abt  is  a  logical  outgrowth  of  the  University-Affiliated 
J'acilities  program  initiated  under  Public  Law  88-164  in  1963.  That 
Act  promoted  the  establishment  of  clinical  training  facilities  designed 
f 0  prepa^re  professional  personnel  to  work  with  mentally  retarded  per- 
sons. As  previously  stated,  UAFs  were  primarily  boncerned  with 
interdisciplinary  professional  training,  although  son\e  clinical  services 
.  were  provided  as  a  part  of  such  traming  programs.  During  the  past 
^10  years,  the  UAF's  nave  turned  out  thousands  of  professional  person- 
nel specifically  trained  from  an  interdisciplinary  point  of  .view  to  work 
with  developmentally  disabled  persons  while  at  the  same  time  de-. 
.  velo^ping  new  skills  and  expertise  m  the  diagnosis  and  treatment  of  such 
individuals.  .  J  , 

ThKUAF-Satellite  Center  program  has  been  designed  to  promote 
the  development  of  communitv-based  clinical  services  so  as  to  mini- 
mize costs,  while  at  ihe  ^ame  time  maintaining  relationships  with  the 
rich  base\f  expertise  at  tliQ  UAF's.  UAF's  are  highly  sophisticated 
.centers  staffed  by  experts  in  their  respective  fields,  and  the  Com- 
mittee believes  that  the  proficiency  of  UAF  nenfonnel  should  be 
utilized  to  deVelop  services  in  other  areas,  buildrng  upon  local  re- 
sources. The  maintenance  of  a  relationship  between  tne  UAF  and 
Satellite  Center  is^of  utmost  importance;  since  the  satellite  is  primarily 
concerned  with  thc^  delivery  of  clinical  services,  the^UAJF  becomes  the 
link  to  new  knowledge  and  a  source  of  continuing  education  and 
technical  assistance.  \  ^  .  .  .     «  * 

This  Act  proposes  tfie  estf^blishment  of  U3lF  Satellite  Centers  in 
States  which  do  not  haye  UAF*s  within  their  borders.  Such  Satellite 
Centers  would  work -as  back-ui)  resources  to  other  clinics  within  such 
States  while  themselves  receiving  back-up  support  from  the  UAF's. 
An  intercommunicating  network  of  UAF's,  each  working  with  a 
limited  number  of  State  Salellito  Centers  which  in  turn  work  with 
clinics  throughout  the  States,  could  provide  a  communication  and 
support  system  which  wbuld  make  the  knowjedge  and  skills  found  at 
any  point  in  the  country'-  available  to  the  smallest  and  most  isolated 
*  clinic.  "  \ 


It  is  propQ.«fid  that  existing  IJAF's  (as  defined  in  this  Act)  would 
receive  funds  under  this  authorization  to  assist  States  in  the  de-- 
veloprnent  pf  such  Satellite  Centers.  The  initial  phases  of  such 
development  would  be  a  joint  needs, asscsbinent  in  conjunction  with 
the  Developmental  Disabilities  Plaiuiing  Council  of  sucli  State,  to 
determine  tlie  best  procedures  for  establishing  a  Satellite  Center  and 
to  identify  an,appropriate  agency  or  agencies  to  operate  such  a  center. 

The  proposea  legislation  is  designee!  so  that  a  particular  UAF  will 
prepare  a  plan  for  the  development  of  a  satellite  as  prescribed  in  the 
law.  The  plan  will  contain  provisions  that  will  specify  the  types  X)i 
tramlng  and  services  available  for  use  by  the  State  Planning  Council 
and  the  target  community.  The  UAF  receiving  funds  to  assist  in  the 
development  of  Satellite  Centers  will  not  commit  or  spend  funds  for 
such  purpose  without  the  express  approval  of  the  Developmental 
Disabilities  Platming  Councils  in  the  States  assisted. 

A  clinical  facility  designed  to  servo  the  developinentally  disabled 
must  involve  a  number  of  related  and  interacting  professional  disci- 
plines.  When  fully  developed,  a  SateUito  Center  should  operate  a  fully 
comprehensive,  interdisciplinary  clinical  program  and  serve  a])proxi- 
matoly  250  to  300  new  coses  per  year.  Although  each  Satellite  Center 
w ouhf  be  flesigned  in  accordance  w  ith  State  and  local  needs,  one  would 
normally  expect  to  start  \\ith  a  core  professional  staff  representing  the 
fields  of  medicine,  nursing,  social  work  and  psychology.  Depending 
upon  the  availability  of  fimds,  the  additional  staff  should  be  added 
from  the  fields  of  occupational  and  physical  therapy,  speech  pathology, 
nutrition,  dentistry,  and  psychiatry.'  Generally  speaking,  a  professional 
with  special  education  expertise  is  available  to  such  cliiiiqal  programs 
without  being  on  the  staff.  If  not,  ^uch  a  stafl  member  would  be  added 
early  in  the  development  of  the  ^rdgrarii.  Consultants  should  be  avail- 
abk  representing  the  disciplines  of  neurology,  opthalinology,  eye,  ear, 
nose  and  tliroat,  orthopedics,  and'  genetics.  Laborator;y'  facilities  or 
resources  should  bo  available  for  routine  laboratory  work,' EEC's 
amino  acid  studies;  and  chromosome  studies. 

It  is  hoped  that  Sijitollito  Centers  would  be  developed  uport  a  base  of 
existing  services  which  would  enable  the  Federal  funds  to  be  used  for 
expansion  rather  than  initiation  of  clinical  service  programs.  How- 
ever, if\a  State  does  no^  have  an  e.x'isting,  nonprofit  clinical  service 
program  within  a  >service  agenCy  which  is  appropriate  forjixpansion, 
then  Federal  funds  may  be  used  for  the  initiation  of  nc\\  pjograms. 
In  some  States,  the  most  notable  clinical  scr\  ice  programs  are  attached 
to  colleges  or  universities.  It  would  be  imprudent  to  expand  such  pro- 
grams either  directly  or  throiigh  subcontracts  since  the  intent  of  t\\h 
Act  is  to  develop  service-oriented  clinical  programs.  It  would  be 
expected,  however,  that  a  UAF  assisting  in  the  development  of  a 
Satellite  Center  would  take  advantage  of  th6  expertise  offered  by 
I,  local  institution  of  hlghe^educatiop  and  assist  that  institution,  if 
requested,  in  the  development  of  competencies  and  resources  which 
would  rnake  It  more  useful  to  the  Satellite. 

The  University  Affiliated  Facility  wliich  fosters  the  development 
of  the  Satellite  Center  would  be  responsible  for  (a)  assisting  the 
staffing  of  suJi  a  Satellite;  (b)  providing  in-service  training  through 
workshops,  seminars,  and  other  means  to  the  staff  of  such  satellites; 
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and  (c)  assuring  that  back-up  rciiourees  needed  by  the  Satellite  are 
available  when  needecK  *    ^  ^ 

As  perceived  by  the,Committde,  the  interaction  betv,eeii  a  UAF  and 
a  Satellite  Center  might  be  as  follows:  the  UAF  would  receive  i)laii- 
nincf  funds  to  assist  in  the  development  of  a  Satellite  Center  in  a  btate 
witnouc  a  UAF.  The  staff  of  the  UAF  would  meet  with  the  State 
Planning  Council  to  determine  whether  or  not  that  Council  wanted  to 
develop  such  a  Center  in  that  State  and^  if  so,  what  the  procedures 
shoul^  be.  A  needs  assessment  btudy  would  be  undertaken  to  determine 
the  specific  needs  of  (lie  State  for  such  a  Center  and  the  best  pobs-ible 
location  and  agency.  When  the  needs  a.v5e?>sment  ^yas  completed,  the 
UAF  would  requcbt  and  receive  funds  tQ  initiate.development  of  ^ucli  a 
Center.  Workin*'  witli  (.he  selected  agency  and  the  State  Phuuiiny: 
Council,  the  UAF  would  a^sibt  in  jthe  selection  .of  initial  staffing  and,  if 
ueededj  initiate  an  in^ervice  training  program.  As  the  Satellite  Center' 
developed,  the  UAF  wojild  subcontract  fuuvlb  tc  the  selected  agency  to 
begin  the  provision  of  tlmicPi  bcr vices.  Where  local  resources  are  iiuule- 
quate  for  any  given  purpobc,  the  UAF  would  be  obli^jated  to  provide 
assistance.  For  example,  if  a  geneticist  were  not  avaikble  to*con.^uIt 
with  parents  relative,  to  unusual  genetic  conditions,  tlie  UAF  btalY 
woula  either  provi(lc  or  arrange  for^such  services, 

Tl\erp  may  be  ^^iUiations  where  the  UAF  could  not  directh'  meet 
the  needs  of  thej State;  in  such  cases,  £ho  UAF  would  be  expected 
to  seek  appropriate  skills  pr  services,  identifying  where  such  skills 
or  services  miglit  be  found  and  arranging  for  them  to  become  available 
to  the  Satellite  Center.  In  other  cases  the  Satellite  Center  might  hpcr. 
cifically. request  something  different  frojii  tliat  available  at  the  original 
UAF.  For  example,  if  the  Secretary  of  HEW*  designates  that  the 
UAF  jn  Columbus,  Ohio,  shall  contract  ^vith  West  Virginia  for  a 
Satellite,  the  West  Virginia  Satellite  might  find  a  particular  treat- 
ment approach  u^ed  in  the  Baltimore,  Maryland  UAF  more  appro- 
priate and  productive  than  one  Ubcd  in  Columbus,  Ohio.  In  huch  ca^e.^, 
It  would  be  the  responbibility  of  the  Ohio  UAF  to  bccure  the  cooj)era- 
lion  of  the  Baltimore  Center  and  arrange  fyr  appropriate  interactions. 

No  attempt  luvs  been  maoe  to  define  the  regions  or  State.^  tu  be 
.served  by  the  UAF  This  is  partly  because  of  the  uneven  di.-^trilnition 
pattern  of  UAF's  around  the  country.  There  are  some  HEW  region.^, 
for^^xample,  which  have  no  UAF's,  while  others  have  more  than  one. 
The  Committee  leaves  it  to  the  Secretary  of  Health,  Education,  and 
Welfare,  after  consultation  with  the  National  Council  on  Service:*  and 
Facilities  for  the  Developmentally  Disabled,  to, designate  the  States  , 
to  be  served  by  the  UAF's.  However,  no  attemj)t  should  be  made  to 
distribute  funds  and  responsibilities  in  a  ua\  which  satisfies  univei>ity 
personnel  while  working  to  the  detriment  of  the  States.  It  is  not  necc.'^- 
sarr  for  every  UAF  to  interact  with  Satellite  Centers.  A  single  UAF, 
properly  geared  up  and  funded  to  provided  training  and  technical 
assistance  can  serve  several  States  more  efficiently  .tiian  two  poorly 
suppdrted  UAF's  tiying  to  serve  one  State  each. 

J?.  Applications 

Applications  for  grants  under  Part  A  must  contain  reasonable  assur- 
ances that:  (i)  the  proposal  is  consistent  \ntli  the  appropriate  State 
plan  ami  that  the  applicant  will  pro\ide  the  services  and  training 
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required  by  the  plan,  (2)  the  facility  will  bo  associated. with  ah  institu- 
tioii.of  Higher  loarnirig  or  a  jxiedical  center;  (8)  all  plans  and  specifica- 
tions are  in. accord  with  regulations  prescribed  by  the  Secretary;  (4)* 
the  title  to  the  project  is  or  will  bo  vested  in  the  State,  or  in  one  or 
more  of  the  agendes  or  institutions  making, the  application;  (5)  the 
non-Federal  share  of  theiunding  for  the  renovation  and  modernization 
will  bo  available  upon  completion  of  the  project;  (6)  the  facility  will 
comply  »with  standards  of  construction  and  equipment  adopted* 
pursuant  to.  the  Architectural  Barriers  Act  of  1968  (Public  Law  90- 
.  480)  and  with  regulations  of  the  Secretary  concerning  occupational 
health  and  safety  standards;  and  (7>  omproyeos  bo  paid  wages  com- 
mensurate with  provisions  of  the  Davis-Bacon  Act.  as  amended. 

A  most  important  requirement  for  an  application,  for  &  grant  for 
modernization,  for  demonstration  and  training,  and  for  satellite  center 
establishment  is  the  assurance  that  the  proposal  is  consistent  with  the 
goals  of  the  appropriate  State  plan.  Applications  can  be  approved  by 
the  Secretary  only  after  they  have  been  -reviewed  fc-nd  commented^  on 
by  the.  appropriate  State  Planning  Council. 

The  Committee  emphasizes  again  that  the  primary  reason  for  the 
creation  of  the  UA7's  haf>  been  to  serve  persons  with  develqjpmental 
disabilities  through  interdisciplinary  training  of  professional  'per- 
sonnel. Thus,,  the  Committee  feels  that  besides  establishing  the 
same  basic  goals  for  the  Stat<^  and  for  UAF's,  the  UAF  and  State 
Planning  Council  shouldjnterkct.  The  UAF  will  submit  its  application 
to.  the  State  Planning  Council  for  its  review  and  comment  before 
obtaining  funds  from  the  Secretary.  If  the  Council  agrees  that  the 
proposeif.UAF  application  is  consistent  in  its  goals  afid  priorities  with 
,the  State  plan  .and  the  law,  the  application  may  Ihcn  bo*  sent  to  the 
Secretary  for  his  approval.  If  the  State  Planning  Council  has  questions 
or  objections,  it  is  expected  that  the  Council  and  the  UAF  will  discuss 
the  matter  and  resolve  tlujir  differences,  at  whJch  time  the  plan  or  a 
^  revised  plan  could  be  agreed  upon.       ^  •  , 

If,  however,  the  State  Plannmg  Council  fails  to  complete  its  review, 
and  comment  within  30  days  after  submission  of  the  application  to 
the  Council,  the  UAF  may  submit  a  request  for  approval  d'r^ctly  to 
the  Secretary.  If  the  Secretary  jmds  that  the  delay  by  the  Council 
has  been  arbitrary,  capricious,  or  unw-arranted,  he  may  approve  the 
applic|ition  himself,  without  any  further  action  by  the  Council.  In 
a  casO'whei:e  the  findings  of  the  Secretary  do  not  meet  this  critqria^  he 
shall  return  the  application  to/the  State  Planning  Council  for  action. 

It  is,  the  Committee  .vintention  that  the  Councils  and  the  UAF's  will 
\Vork'  together,  in  a  partnership,  pooling  their  talent  and  resources 
for  the  benefit  of  persons  with  developmental  disabilities.  The  goals 
that  are  set  forth  in  the  State  pljins  are  to  bo  consistent  with  the 
goals  established-  for  UAF's.  The  Committee  anticipates  that  this 
requirement  for  mutual  consistency jfrill  form  the  basis  for  cooperaUpn 
araphg  those  elements  planning  and  providing  the  necessary  resources 
for  service,  to  developmentally  disa'bled  individuals  in  the  cpmmupity. 
The  ultimate  goal  is  to  get  the/ippropriato  needed  services  to  the 
severely  handicapped  individual  V5;ho  is  the  fgcus  of:  this  program. 
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III.  FORMULA  GRANTS  TO  THE  STATES  (PART 


A.  Authorisations,  Formvia,  and  Allotments  \ 

Section  III,  for  the  purpose  of  making  formula  grants  to  the  States 
for  planning,  provision  of  services,  and  construction  anc^operation  of 
fa,cilities  for  perspns  wj^  developmental  disabilities,  authorizes  appro- 
priations of  $50  million  for  FY  1975;  $85  jnillion  for  FY  1976;  $95 
million  for  FY  1977;  $100  million  for  FY  1978;  and  $110;million  for 
FY  1979.  It  is  the  Committee's  belief  that  increased  authorization  a^nd 
appropriation  levels  are  nece^ary  so  that  the  States  m^y  meet  the 
increased  responsibilities  mandated  by  this  Act. 

.The  authorizations  are  to  be  allotted  among  the  States  oh  the  ba^is 
of  (1)  population;  (2)  extent  of*need  for  services  and  facilities;  and  (3) 
financial  need.  The  minimum  allotment  for  a  State  shairbei$200,00d; 
the  minimum  allotment  for  a  territory  shall  be  $50,000.  No  State  shall 
receive  less  than  it  did  in  FY  1974.  In  determining  the  extent  of  need 
for  services  and  facilities,  the  Secretary  shall  take  into  account  the 
scope  and  e?:tent  of  services  specified  in  a  State's  plan. 
.  Any  funds  unobligated  by  a  State  by  the  end  of  the  fiscal  year  shall 
be  available  for  reallotment  by  the  Secretary.  However,  that  part  of  a 
State's  allotment  for  a  fiscal  year  which  is  designated  by  it  for  con- 
struction, renovation  or  modernization  may  remain  available  for  an 
additional^fiscafyear  even  if  unobligated  the  first  year.  In  addition,  if 
more  than,6ne  State  agency  ^s  charged  with  the  administration  or 
supervision  of  designated  portions  of  the  State  plan,  the  State  may 
apportion  its  allotment  among  such  agencies  in  a  manner  commen- 
surate with  the  respective  agencies'  responsibilities.  If  there  should  be  a 
cooperative  effort  between  two  or  more  States,  or  between  agencies  in 
two  or  more  States,  Federal  funds  allotted  to  the  States  may  be 
combined. 

B,  Adrilini^tratioTi  of  Grants 

The  Secretary  of  Health,  Education,  and  Welfare  is  required  by  sub- 
section (f)  of  section  112  to  administer  the  grant  program  authorized 
under  Part  B  in  accordance  with  uniform  Department  of  Health, 
Education,  and  Welfare  policy.  There  is  a  document.  Circular  A102 
from  the  Offic^f  Management  and  Budget,  which  provides  guidelines 
for  DHEW  grant  and  contract  procedures;  Jn  other  words,  0MB 
tercular  A102  establishes  uniform  procedures  for  the  entire  Depart- 
ment in  issuing  grants  and  contracts,  including  in*kind  match  require* 
ments  and  personnel  utilization.  The  provisions  of  this  Circular  are 
applied  throughout  all  HEW  prograigs  except  for  the  administration  of 
formula  grants  under  the  1970  Devdupmental  Disabilities  Act.  This 
exception  has  hindered  the  granting  of  contracts  for  developmental 
disaoilities  projects.  The  Committee  emphatically  stresses  its  intention 
that  thQ  Secretary  administer  all  programs  in  accordance  with  the 
procedures  set  forth  in  0MB  Circular  Al02. 

0.  'Slants  of  National  Significance 

O^the  sums  appropriated.pursuant  to  Part  B,  section  111,  not  more 
than,  10%  will  bo  available  to  the  Secretary  fpr  grants  of  national 
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Mtjni(icance.  Thet>e  grants  may  be  made  to  States,  public  or  nonprofit 
private  agencies  and  lua^'  be  awarded^only  after  cun^sultation  w»tn  the 
National 'Council  on  Services  and  Facilities  for  tlie  Developnientally 
Disable^d  (a  new  provision  reflecting  the  Ccmiiiittee's  view  that  the 
expertise  on  the  National  Council  should  be  effectively  utili/,ed  by  the 
SecreUiry).  Priori tiet>  for  these  grants  include  integrated  service  model 
projects,  demonstration  projects  to  coordinate  and  utilize  all  avail- 
able community  resources,  and  public  education  projects. 

The  Committee  feels  that  there  is  a  lack  of  public  awareness  of  the 
persiijting  life  probIemi>  of  tlie  developiu  on  tally  dit>abled  individual. 
Thi^>  problem  is  of  t>ufficient  national  xsigiiificance  to  warrant  a  project 
uf  puolic  undei-standing'  which  would  alert  the  American  people  to 
the  plight  of  these  individuals.  Documentary  eviden*,^  uf  tne  status 
(.»f  developinentally  disabled  people  and  the  potential  for  a  more 
humane  life  should  bo  the  major  focus  uf  tliit>  project.  The  organi/a- 
tiuu  and  production  of  filnis,  radio  program:*,  television,  conference^ 
and  or  written  material  should  bo  of  the  highest  professional  quality. 
The  project  should  not  become  a  fragmented  public  relation^  campaign 
which  »erve^>  a.s  propaganda  for  the  t>pont>oring  agency.  It  should  mter- 
lotk  and  coordinate  with  projects  of  public  understanding  which  may 
be  initiated  at  the  State  l^*vel  as  well  as  with  other  national  grpgram^ 
<if  public  awarenei5i5.  Evidence  of  scientific  and  technological  knowledge 
about  these  individuals  should  be  included  where  appropriate. 

D.  yalional  Coancil  on  Services  and  Facilities  jor  the.  Dcvelopmentally 
Disabled 

,  Tlie  National  Council  authorized  by  section  113  is  a  reorganization 
of  the  present  National  Advisory  Council  on  Services  and  Facilities 
for  the  Development  ally  Disabled.  Under  present  law,  the  Council 
ad\i.ses  the  Secretary,  but  is  administered  hy  the  Office  of  Human 
Development. 

The,  Commit  tee  hi|s  found  that  at  times  recommendations  of  the 
Council  have  not  reached  theSecretar>  nor  has  there  been  a  significant 
con.^ideration  of  the  Ci^unciVs  recommendations  in  the  development 
of  the  developmental  disabilities  program.  Thus,  the  Committee  has 
phiced  the  Council  directly  in  the  Office  of  the  Secretary,  and  provides 
$100,OQO  for  each  of  the  five  fi^^^al  >eara  in  the  b'illior  its  operation. 
The  Secij^tary  JhcM  make  available  to  the  Council  such  staff  and  data 
as  it  nia>&  need. 

The  Councils  membership  is  increaeod  fiom  twenty  to  twenty-five. 
Si .\ teen  of  these  25  members  shall  be  advocates  in  the  fields  of  service 
tu  person.-^  with  developmental  disabilities  and  shall  consist  of  leaders 
in  State  of  local  government,  in  institutions  of  higher  education,  and 
in  advocach'  ofga/iizations.  Five  of  the  sixteen  shall  bo  representatives 
of  State  or  local  public  or  nonprofit  private  agencies,  responsible  for 
services  to  the  developmentally  disabled  population,  and^^fivo  others 
shall  be  consumers  or  parents  or  guardians  of  consumers.  A  consumer 
(i.e.  a  person  who  is  receiving  services  or  has  received  them  at  some 
time  in  the  pVst)^  shall  be  replacedl)y  a  parent  or  guardian  only  if  he  is 
so  severely  disabled  that  he  is  unable  to  represent  himself.  In  order  to 
promote  and  ifacilitate  coordination  and  cooperation  among  the  agen- 
cies of  DHEW,  jthe  Committee  has  mandated  that  the  Deputy  Com- 
missioner of  i^he  Bureau  of  Education  for  the  Handicapped,  the 
Commissioner  .of  the  Rehabilitation  Services  Admmistration,  the 
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Admiiiisfrator  of  the  Social  uiul  Rehabilitation  Service,  the  Director 
of  the  National  Tn.>titute  of  Neurological  Dibea^c  and  Stroke,  the 
Director  of  the  National  Institute  of  ^Iental  Health,  and  three  uther 
,  representatives  of  the  Department  of  Health,  Education,  aiid  Welfare 
5>erve  on  the  National  Council.  Each  member  shall  serve  a  term  of 
four  years.  A  member  of  the  Council  wliose  term  has  not  expired  by 
July  1,  1974,  shall  continue  to  serve  his  term  until  the  date  Ins  term 
would  have  ajcpired  had  the  1970  Act  remained  in  effect.  No  member 
shall  be  reapppmted  until  he  has  been  off  tho  Council  for  one  3 ear. 

The  duties  pf  the  Natiun'al  Council  have  increased.  Besides  advising 
the  Secretary  with  respect  tu  the  promulgation  of  regulations  devel- 
oped pursuant  to  enactment  and  stud\ii)g  and  evaluating  the  author- 
ized programs,  the  National  Councif  is  to  (1)  study  and  evaluate 
programs  authorized  by  thi&  title  to  determine  their  effectiveness, 
(2)  monitor  the  development  and  execution  of  title  1  and  report 
directly  to  the  Sepretar}  toticerning  an>  dehu  ,  (3)  review  and  advice 
the  Secretary  with  respect  to  grant*  of  national  significance,  (4)  re- 
view the  grants  and  contracts  entered  into  with  respect  to  the  evalua- 
tion system  established  in  bcction  118,  and  (5)  submit  aimuall}  to  the 
Congress  an  evaluation  of  the  efiitienc>  of  the  administration  of  title  I 
of  S.  337S. 

E.  State  Planning  Councils 

In  addition  to  reorganizing  and  strengthening  the  National  Council, 
the  Committee  has  also  changed  and  enlarged  the  functions  of  the 
htatc  Councils.  The  bill  reporteil  provides  for  the  uppointrnent  of  the 
.Stale  Planning  Council  b\  t;he  Governor,  as  Chief  Executive  Officer 
of  the  State.  Designation  of  the  Governor  as  the  appointing  ofRcial  is 
intended  to  ensure  that  the  Council  will  have  sufficient  stature  in  the 
^tato  adnunistrativc  structure  to  provitle  the  monitoring  and  evalua- 
tion of  the  programs  instituted  by  the  State  plan  ami  to  ensure  the 


(Hsabilities  administered  by  the  various  State  agencies.  The  Comnnttee 
does  nob  intend  to  exclude*  the  appointment  of  members  of  the  council 
bv  the  State  legislature  in  those  States  where  such  a  proce^lurc  is 
established.  In  such  cases,  this  procedure  .would  be  permissible,  us 
long  as  the  intent  of«^the  reported  bill  to  place  the  Council  in  an  ad- 
ministrative position  above  that  of  State  agencies  providing  services 
for  individuals  with  developmental  disabifiiies  is  preserved,  and  the 
membership  of  the  Council  adheres  to  the  composition  specified  in 
section  115  (d)  of  the  reported  bill.  This  niembership  shall  include 
representatives  of  the  principal  State  agencies,  local  agencies  and  non- 
governmental agencies  and  groups  concerned  with  services  to  persons 
w  ith  developmental  disabilities.  One-third  must  consist  of  consumers 
or  their  parents  or  guardians.  Each  State  is  responsible  for  the  assign- 
ment of  adequate  personnel  to  insure  that  the  Council  may  carry  out 

it  duties.  .  /  v  ,     i  \  1 

The  duties  of  the  State  Planning  Councils  are  to  (1).  develop  and 
prepare  the  required  State  plan,  (2)  approve,  monitor,  and  evalu^ite 
the  implementation  of  the  State  plan  and  submit  to  the  Governor  an^l 
State  legislature  an  annual  report  on  this  implementation;  (3)  estab- 
lish piioritics  for  the  distribution  of  funds  within  the  State;  (4)  review 
and  comment  on  all  State  plans  in  the  State  which  concern  persons 
with  developmental  disabilities;  and  (5)  submit  to  the  Secretary, 
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through  the  Governor,  an}  periodic  repoi^o  uhich  the  Secretary  may 
reaiionably  request.  The  State  Council  shall  also  approve  the  design 
for  implementation  of  its  State  plan  \vhich  is  subnutted  bv  the  ad- 
ministering State^agency  and  shall  have  acccbs  to  all  other  State 
plans  relatmg  to  persons  with  developmental  disabilities. 

In  evaluatmg  and  revie\ving  the  State  plans.  State  Planning  Council 
are  expected  to  utilize  all  available  corrununication  \^^ith,  and  input 
from  the  community,  including  but  not  limited  to  public  heanngs  and 
other  pubhc  meetings  as  well  as  other  media  forms. 

F.  State  Plans:  Priorities  and  Goals 

The  State  plans,  which  are  drawn  up  b^'  each  individual  State 
Planning  Council,  must  contain  the  following  priorities  and  goals: 
(1)  to  reduce  and  eventually  eliminate  inappropriate  institutional 
placement  of  persons  with  developmental  disaDilities,  (2)  to  improve 
the  quality  of  care,  habilitation  and  rehabilitation  of  persons  with 
developmental  disabilities  for  whom  institutional  care  is  appropriate, 
(3)  to  provide  early  scriJcning,  diagnosis,  and  evaluation  of  develop- 
mentally  disabled  infants  and  preschool  children  (including  maternal 
care  developmental  screening,  home  care,  infant  and  preschool 
»  stimulation  programs  and  parent  counseling  and  training);  (4)  to 
provide  counseling,  client  program  coordination,  follow-along  service^, 
protective  services,  and  personal  advocacy  on  behalf  of  develop- 
mentally  disabled  adults,  (5)  to  support  tlie  establishmerit  of  com- 
munity programs  as  alternatives  to  institutionalization,  designed  td 
provicle  services  for  the  care  and  habilitation  of  persons  with  devclop- 
niental  disabilities,  wliich  programs  utilize  the  resources  and  personnel 
in  related  community  programs;  (6)  to  protect  the  human  rights  of 
all  persons  with  developmental  disabilities,  and  (7)  to  provide  for 
interdisciplinary  intervention  and  trainhig  programs  for  niultihandi- 
capped  individuals. 

The  Committee  believes  that  these  goals  reflect  its  high  priorities 
on  prevention  and  early  treatment,  development  and  maximum 
utilization  of  community* resources  and  alternatives  to  institutional- 
ization, and  humane  and  effective  care  whenever  institutionalization 
is  absolutely  necessary  .  It  is  the  Committee's  feeling  that  planning 
for  these  goals  must  begin  immediately. 

There  has  been  a  growing  realization  over  the  past  decode  that  the 
institutional  placement  of  individuals  with  dpvelopjnental  disabilities 
is  soinetimes  mappropriate  to  the  iuM  development  of  their  maximum 
level  of  abUity  a^  members  of  our  society.  This  has  been  reflected  in 
the  efforts  which  several  States  have  made  to  develop  alternative 
programs  to  State  institu.tion.'i.  In  the  transition  to  community  pro- 
grams,, greater  responsibility  is  placed  upon  local  governments  to 
coordinate  the  several  community  programs  which  are  called  upon 
to  serve  persons  with  developmental  disabilities,  such  as  medical 
services,  social  services,  educational  services,  legal  and  protective 
services,  and  specialized  services  (tiansportation,  information  and 
referral,  counseling). 

The  Committee  realizes  that  special  assistance  and  planning  will  be 
needed  in  the  communities  for  these  services  to  be  made  available  to 
t)ie  degree  needed  in  order  to  carry  out  the  purpose  of  this  Act— to 
improve  the  provision  of  services  to  persons  with  developmental  dis- 
abilities- The  requirements  of  the  State  plan  mpke  very  clear  the 
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importance  of  coordinating  existing  services  and  planning  for  new 
community  services  to  prevent  the  occurrence  of  developmental  dis- 
abilities insofar  as  possible,  to  provide  early  diagnosis,  treatment  and 
evaluation  whfcn  the  conditions  are  present,  and  finally  to  servo  fully 
and  adequately  those  persons  who  suffer  from  developmental 
disabilities*  ^ 

TJie.State  plan  is  specifically  required  to  provide  for  the  maximum 
utilization  of  all  available  community  resources  including  volunteers 
serving  under  the  Domestic  Volunteer  Service  Act  of  1973  (Pub.  L. 
93-113).  That  Act  provides  for  support  of  the  training  of  citizens  of 
all  ages  in  volunteer  services  to  the  community,  including  specifically 
services  for  individuals  with  developmental  disabilities,  especially 
those  with  severe  handicap.  The  Committee  ui^es  the  States  to  build 
upon  this  related  Federally  supported  program.  The  involvment  of 
retired  senior  volunteer  and  of  foster  grandparents  seems  particularly 
valuable,  after  appropriate  training  has  been  provided  them,  as  indi- 
vidual patient  advocates  assigned  to  an  individual  with  one  or  more 
developmental  disabilities.  In  sUch  a  role,  the  volunteer  can  provide 
necessarv  support  to  that  individual  in  nis  effort  to  function  inde- 
pendently in  tne  community.  Other  voluntary  groups  such  as  service 
organizations  should  also  be  encouraged  to  devote  some  emphasis  to 
programs  which  can  increase  the  availability  of  services  or  otherwise 
aid  individuals  with  developmental  disabilities. 

G.  State  Plan:  Content 

The  3tate  Planning  Council  develops  the  State  plan;  it  must  contain 
the  following: 

In  the  area  of  administration  and  staffing:  (1)  the  designation  of 
the  State  agency  or  agencies  which  shall  administer  and  supervise  the 
administration  of  the  State  plan  (or  a  particular  portion  of  the  plan) 
and  t"he  designation  .of  a  State  agency  to  supervise  the  administratjon 
of  construction,  modernization  or  renovation  grants,  (2)  a  description 
of  the  methods  of  administration  to  be  used  in  implementing  the  plan 
(including  personnel  stancfards,  selection  and  advancement) ;  (3).  an 
assurance  of  adequate  personnel  for  the  State  Planning  Council,  (4)  a 
provision  that  personnel  assigned" tp  the  State  Planning  Council  shall 
be  solely  responsible  to  .such  Council,  (5)  a  requirement  for  adequate 
record  and  report  keeping  and  adequate  access  to  such  materials  b\  the 
Secretary;  (6)  provrision  for  ade^u«f^  fiscal  control  and  fup^J  accouui- 
ing  procedures;  (7)  an  opportunity,  to  the  ma.ximum  extent  feasible, 
for  piiur  review  and  comment  by  the  State  Planning  Council  on  all 
State  plans  in  the  State  affecting  develbpmentally  [disabled  persons; 
(8)  a, provision  that  all  relevant  information  concerning  any  programs 
affecting  persons  with  developmental  disabilities  ^jliall  be  made  avail- 
able to  the  Planning  Council,  (9)  the, availability  of  any  other  infor- 
mation which  the  Secretary  may  require,  and  (10)  a  pronsion  for  fair 
and  equitable  toanfeemcnts  (i.e.  preservation  of  rigfits  and  benefits, 
ma.ximum  efforts  to  assure  emplovment,  and  trainitig  rfnd  retraining) 
of  employees  who,  as  et  result  of  deinstitutionalization,  mrty  lose  Eheir 
jobs  or  be  transferred.  This  latter  provision  should  not  change  the 
prrority  for  deinstitutionalization,  tl\e  elimination  of  inappropriate 
institutional  placement,  or  the  Committee's  intent  that  any  decisions' 
on  service  sites  or  modes  of  care  be  made  on  the  basis  of  the  best  care 
and  treatment  appropriate  to  the  developA^entalh  disabled  persons. 
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In  the  area  of  utilization  of  funds  and  resoiircei,.  (1)  a  descriptioa 
of  the  qualilN,  extent  and  ncope  of  s>ervices  afrtaiU  being  provided  in 
the  State  which  meet  the  i^^uaU  s>pccified  in  .-section  i  14(a)  of  thii>  legis- 
lation, (2)  a  dei>cription  of  tho, quality,  extent  and  scope  of  services* 
bein«:  provided  in  that  State  under  other  Federally  assisted  programs 
which  .seive  person^  with  developmental  disabilities  and  a  description 
of  how  funds  allotted  to  the  State  under  {his  Act  will  coin[)leniont 
and  augment  these  services;  (.3)  an  explanation  of  the  policies  and 
procetlures  for  the  expenditure  of  fund,-?  allotted  to  the  States  pursuant 
to  this  Act;  (4)  assurances  to  the  Secretary  that  tlie  funds  received 
by  the  State  will  be  used  to  make  a  significant  contribution  toward 
strengthening  services  for  individuals  with  developmental  disabilities; 
that  part  of  the  funds  may  bo  u'se(l  by  public  or  nonprofit  private 
agencies,  institution.-,  and  organizations,  that  funds  will  be  used  to 
increaije  and  supplement  fund.-,  already  being  directed  toward  the  goals 
of  the  State  plan,  not  .supplant  other  funds;  and  that  there  will  be 
reasonable  Sta^e  financial  participation  in  carrying  out  the  cost  of  the 
State  plan,  (5>  a  provision  for  special  financial  and  technical  assist- 
ance for  urban  and  rural  poverty  areas,  (6)  a  provision  for  the  maxi- 
mum utilization  of  all  available  comni^inity  resources  (including^ 
volunteers  serving  under  the  Domestic  Volunteer  Service  Act  of  1973 
(Pub.  L.  93-113)  and  other  appropriate  voluntaiy  organizations) ,  and 
{7;  a  provision  that  services  and  facilities  under  the  plan  will  conform 
to  standards  prescribed  in  regulations  doA  eloped  pur&u*int  to  title  II 
of  this  Act.  ^  ... 

In  the  area  of  evaluation;  (1)  a  requirement  for  an  annual  review; 
and  evaluation  of  the  State  plan  by  the  State  Planning  Council;  (2) 
a  description  of  the  methods  to  be  used  in  eyaluating^the  effectiveness 
and  accomplishments  of  the  State  in  meeting  the  needs  of  develop- 
mentally  disabled  persons,- and  (3)  provision,  within  36  months  after 
the  date  of  enactment  of  this  legislation,  for  the  implementation  of 
an  evaluation  s3stei?i  compatible  with  the  model  evaluation  sy:5teni 
developed  pursuaat  to  Section  118'  of  this  mfeasnre.  , 

In  the  area  of  construction,  renovation  and  modernization:  (1)  a 
specification  (not  to  exceed  10%  of  the  State's  allotment)  of  the  per- 
centage (and  maximum  amount)  of  the  State's  allotment  under  Part 
B  which  ma\  be  de\oted  to  construction,  modernization  or  renovation; 
(2)  an  inventor}  of  existing  facilities,  relative  need,  and  prioritj'  iteiiKS 
if  Federal  fund^  are  to  be  allotted  for  ran^t ruction,  modernization  and 
renovation  (whiclumust  be  done  in  compliance  with  standarcis  pre- 
scribed pursuant  to  the  Architectural  Barriers  Act  of  1908);  (3) 
provision  for  a  hearing  for  every  applicant  for  a  construction,  mod- 
ernization or  renovation  project,  and  (4)  reasonable  assurance  that 
adetjuate  financial  support  will  be  available  to  complete  construction 
of,  maintain  and  operate  an}^  facility  assisted  by  Federal  funds. 

State  Plan:  Iklailonshin  of  State  Planning  Council  and  State 
Agency  reisponsiblejor  aaministration  of  State  plan 
The  study  conducted  by  the  Comptroller  General  of  the  United 
States  on  the  developmental  disabilities  program  brought  to  the  Com-  ^ 
mittec's  uttehtion  that  in  the  an^c  of  most  States,  the  planning  func- * 
tfon— which  the  Congress  had  originally  intended  to  be  the  primary 
duty  of  the  Statr  Planning  Counyls— jiad  been  neglected  and  priority 
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liad  been  given  to  the  grant  dibbursang  functiuu  which  the  Council 
were  also  nerfonniug,  "  .  i 

111  addition,  tlic  GAO  htiiily  pointed  out  that  the  C ongressiouai 
iutcut  for  tiio  [)rograni  wa.^  not  hoin^  met  b}  the  pre.^uut  ^Vutoni  o^tab- 
Ushcd  iimlcr  the  Act,  and  that  monies  did  not  uece&z>anly  perform  tho 
gap-filling  function.  For  instance,  in  the  nation  a^  a  \\hole,  less  than 
0%  of  developtuoiHal  disabilities  fuiid.s  >Nere..-|;i  nt  on  any  coinprchen- 
Mve  planning  or  neeiU-asM^Mneiit  rvtudie.s  to  determine  better  utiliza- 
tion of  resources  to  assist  developij^entally  disabled  peisons.    "  ^ 

Faced  with  the  GAO  .^tud} ,  the  Coimiiittee  lia^  tried  to  develoi)  a 
system  by  which  the  State  Planning  Councils  i  aa  devote  their  time  to 
planning  fur  tho  iieed^  of  the  developiiiental  diftubilities  comiuuuity'; 
this  planning  sliouhl  take  in  tho  entjrc  spectrum  of  relevant^tate  and, 
Federal  program^.  The  burden  of  da\ -to-ihiN  adiuini4ration  of  giniits 
should  not  lie  with  the  Council,  but  with  the  State  agency  or  .agencies 
responsible  for  the  expenditure  of  funds  in  artordance  \Nith  a  design 
for  iniplcuieiitation  wliicli  ha:>  been  api)roved  b}  the  State  Planning 

Council*  .  ,        .  I  r 

The  ConiinUtee,  therefore,  hat,  designed  a  system  which  provides  for 
cooperation  and  coniplemeniai^  f ant  tion^  bct\\eeirthe  State  Planning 
Council  and  the  State  agencj"^  which  adinini^stxjrs  the  program.^  The 
State  Planning  Council  is  to  act  in  a  leaders^hip  and  advocacy  loie*  to 
be  responsible  for  the  State  plan,  for  the  gQiicral  direction  and  goaN  of 
the  program,  for  the  identification  of  j;aps  and  of  need,-,  and  to  prr^Vido 
the  uniform  pianning  autliorit}  that  is  needed  for  the  iimximuni  ofl'ec- 
tivc  utiliy.atioiuof  the  available  resource?^.  ' 

Tile  State  agency  is  to  administer  the  funds  through  the  dcMgn  for 
implementation  which  is  to  he  part  of  the  State  i^lan.  The  de-ign  for 
implementation  is  a  documeut  prepared  by  the  State  agency;  and  is 
that  part  of  the  State  plan  which  includes  detnil.^  on  the  priorities  for 
spending,  for  the  use  of  funds  provideil  under  this  A(  t,  on  tliespecdic 
objoctivcs  to  he  achieved,  on  the  methods  of  implementation,  on  a 
method  fo^periodic  evaluation  of  a  prograin's  efl'eetivencsn  in  meeting 
State  plan  objectives,  and  also  includes  a  list  of  programs  and  resources 
to  be  utilized.  ,  .  o 

Neither  the  State  Plaiinin":  Coiincil  nor  the  unpleincnting  Slalcv 
agency  alone  can  do  the  job.  While  the  Council  has  the  piiine  respon- 
sibility for  the  development  and  updating  of  the  Cw».ii>rehensive  State 
plan,  Uie  agency  has  the  equallv  critical  respom-.ibility  to  select  from 
alternative  strategies  those  best  mcthod:>  c>f  actualh  implementing 
the  plan  through  it.s  program  development  and  program  evaluation 
procedures.  'Jlie  Coinmitree  stresses  that  bringing  needed  services  to 
persons  with  developmental  disabilities  can  occur  oav  If  ihls'partuer- 
ship  succeeds. 

L  Special  Projects  •  ^       -  ^ 

Section  110(a)  authorizes  appropriation  of  $17,500,000  for  FY 
1975;  $20,000,000  for  FY  197C ,  $22,500,000  for  VY  1977 ,  $25,000,000 
for  FY  1978;  and  .$27,500,000- for  FY  1979  for  grants  fen-  special  proj- 
ects and  demonstrations  which  hold  promise  of  expanding  oi^otherwiso 
improving  services'  to  persc/ns  with  developmental  disabilities  \espe- 
■cially  persons  who  are  also  disadvantaged  or  multihandicapped).  Tho 
projects  and  demonstrations  shall  include  parent  counseling  and  tram- 
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ia^,  early  screening  and  intervention,  infant  and  preschool  programs, 
seizure  control  system,  legal  advocacy,  community-based  counseling, 
care  and  housing,  and  other  necessary  services.  The  special  projects 
are  to.be  reviewed  and  commented  on  by  the, State  Planning  Council. 

This  special  project  authority  has  [not  previously  existed^  in  Hhe 
Developmental  jDisabilities*  Services  and  Facilities  Constructibn  Act. 
Historically,  monies  for  these  purposes  have  been  pieced  together 
from  portions  of  several  widely  varying  pieces '^of  legislation,  each  Act 
designating  clearly  its  parameters  of  kina  of.service,.  to  whom,  and  for 
what  purpose.  These  Acts  have  included  authorities  for  mental 
retardation  planning  and  implementation  Cpmprehensive  .Health 
Planning  (Section  314(e)  of  the  Public  Health  Service  Act)  MR  Conij 
munity  Facilities-Initial  Staffing;  section  4(a;(l)  of  the  old  Voca- 
tional Rehabilitation  Act  (section.  304(b)(1)  of  the  Rehabilitatioa 
Act,  of  1973).'  ' 

As  the  Committee  has  noted  in  the  report  on  S,  3108,  the  I^ehabili- 
tation  Act  Amendments  of  1974  (S.  Rept.  93-1139),  the  appropriate- 
ness of  funding  special  projects  for  dev(?lopmen tally  disabled  persons 
under  the  Rehabilitation  Act  authority  was  carefully  evaluated  during. 
rcvic«  Kj{  this  legislation  in,  1973,  especially  the  qij^estion  of,  whether 
such  projects  should  be  funded  if  such  individuajiT  do  not  otherwise  . 
meet  the  requirements  for*  eligibility  for  vocational  rehabilitation 
services.  As  a  result  of  this  review  and  evaluation,  the  ^Committee 
decided  to  create  specific  authority  under  the  C^velopmental  Disa- 
bihties  legislation. 

The  Committee  b  intent  is  to  provide  as  smooth  as  possible  transition 
in  tciinsf erring  the  authority  for  providing  such  funding,  and  notes 
that  the  difficulties  o.xperienced  b}  buch  projects  since  the  enactment 
of  the  Rehabilitation  Act  of  1973  is  unnecessary.  In  effecting  this 
transition  the  Department  should  follow  the  following  guidelines: 
(1)  current  and  continuation  projects  for  the  developmentally  dis- 
abled persons  funded  under  the  Vocational  Rehabilitation  Act  or  the 
Rehabilitation  Act  of  1973  should  be  cohtii^ued  until  the  now  authority 
in  (he  Developmental  Dibabihties  legislation  ib  authorized;  (2)  de- 
velopmentally dibabled  individualb  who  are  receiving  bcrvices  under 
such  projects  should  continue  to  be  eligible  for  them,,  and  special 
projects  serving  such  individuals  should  continue  to  be  funded,  and 
(3j  funding  for  projects  for  individv.p.ls  with  developmental  di.sabili- 
ticb  .■>houl(l  be  continued  under  the  R,ehabili tation  autnority  even  after 
the  enactment  of  Developmon^a!  I>:babililie:>  legiblation  consistent 
with  the  intent  of  Congresb  that  no  indiv  idual  i^to  be  refused  bcrvico 
under  the  Rehabilitation  Act  uidesb  it  ij>  demonsJtrated  be^'ond  any 
reasonable  doubt  that  buch  individual  i»  not  then  capable  of  achieving 
a  vocational  goal. 

Thu.s  the  Committee  wishes  to  make  very  clear  that  it  will  not  accept 
the  interpretation  that  after  the  enactment  of  special  project  authority 
under  this  legislation  all  special  projects  which  serve  developmentally 
disabled  persons  must  bJ^fimtfed  under  the  Developmental  Disajjilities 
legislation,  or  thai,  developmentally  dibabled  pei-sons  are  no  longer 
eligible  under  the  basic  State  grant.program  in  the  Rehabilitation  Act^. 
Individuajb  with  developmental  disabilitieb  shall  btill  continue  to  be 
eligible  as  all  other  handicapped  individuals  are  eligible  under  the 
Rehabilitation  Aci,  either  under  special  projectb  or  the  basic  State 
grant  prograiri. 
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The  Committee  further  takes  note  that  $12.5  million  has  been  ap- 
propriated in  FY  1975  for  these  special  projects  for  the  cleve  op- 
mentally  disabled,  and  expects  that  this  fundmg  level  will  at  least  be 
maintained  for  such  projects  under  the  now  special  proiect  grant  au- 
thority in  this  legislation.  The  Committee  bill  includes  language  pro- 
viding that  special  projects,  or  components  of  si>ecial  projects  funded 
under  this  legislation,  shall  not*  be  eligible  for  funding  under  the 
special  project  autl^ority  in  the  Rehabilitation  Act.  This  language  has 
been  included  to  assure  that  this  new  authority  is  utilized  and  to  make  » 
clear  the  different  goals  and  thrusts' of  the  two  laws. 

In  Iho  years  prior  to  the  Developmental  Disabilities  Act,  there  were 
^nly  these  assorted  specific  authorities  with  Timited  fundmg  available 
to  mitiate  services  throughout  the  nation.  Out  of  this  approach  came 
the  design  of  central  office  authority  for  decisions  and  a  national  pn-, 
ority  system  based  not  necessarily  on  the  most  pressing  needs  of  lo- 
calities but  on  the  allowable  services  under  the  available  Acts. 

The  challenge  has  been  to  int(»rpret  authorities  as  broadly  as  pos- 
sible to  allow  flexibility  and  as  much  responsiveness  to  needs  in  the, 
field  as  possible.  The  needs  were  so  wide  and  deep  that  almost  any  au- 
thority spoke  to  some  great  need  in  the  field,  but  not  necessanly  the 
.  top  pnority  need ;  nor  were  the  services  designed  to  fit  together  in  hny 
coordinated  way  with  any  one  State  authonty  to  monitor  needs  or 
services 

The  Committee  believes  that  special  projects  must  not  be  used  to 
provide  additional  funds  to  fill  local  service  needs.  This  authonty  will 
be  utilized  fully  for  putfing  in  place  regional  and  national  activities 
which  either  design  new  means  for  attacking  regional  problems  or 
national^  barriers-  or  ^constraints  to  full  programming  lor  the  sub- 
stantially handicapped.  Of  major  importance  is  the  design  of  pro- 
grams for  multi-handicapped  individuals.  For  example,  there  are 
ao  models  of , programs  for  the  mentally  retarded  deaf  person  or  the 
cerebral  palsied  blind  person  which  can  be  replicated  m  areas  where 
•  services  are  available  to  these  persons.  The  Committee  feels  strongly 
that  the  highestpriority  must  be  given  to  those  projects  which  demon- 
strate that  this  need  ^ill  be  met.  ,  ,  r/        *      i  i 

Finally,  special  projects  must  serve  as  role  model%^for  State  or  local 
agencies.  The  innovative  projects  must  devise  means  for  soiviiig  prob- 
lems encountered  nationwide.  Other  projects  may  set  up  systems  to 
attack  specific  barriers  to  goals. 

K.  Evalnuiim  .  . 

^  Evaluation  as  discussed  in  this  report  has  several  distinguishing 
charactcrfe'tics  relating  to  focus,  methodology  and  functions,  ihe  fol- 
lowing operational  description  clarifies  these  charactenstics: 

Evaluation  (1)  assesses  the  effectiveness  of  an  ongoing  pro- 
gram in  ftcliieving  its  objectives,  (2)  relies  on  the  prmciplcs  of 
research  design  to  distinguish  a  program's  effects  from  those  of 
other  forces  working  in  a  situation,  and  (3)  aims  at  program 
improvement  through  s  modification  .of  c\irrent  operations. 
Provisions  of  S.  462  with  respect  to  evaluation  of  pro-ams  lor  the 
developmen tally  disabled  are  primarily  dircct^/i  io  two  issues.  Jjirst, 
to  the  exteht  that  ihe  States  are  cluefly  responsible  for  dctermimng 
the  needs  for  service,  estitblishing  program  pnonties  and  develmnng 
strategies  for  successful  implementation  of  the  program,  the  Com- 
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mittoc  reached  the  conchwon  that  the  States  niu;st  aUo  bear  the 
principal  re:>pon:>il)iIit\  for  evaluating  oer\  icor>  rendered  to  the  develop- 
mentally  disabled.  Many  of  the  State  plan  provibion^  have  been 
designed  to  strengthen  ilie  qnpabilitias  of  State  councils  in  order  to 
fulfill  their  planning  and  evaluatioii  responsibilities,  to  facilitate  thdr 
efforts  to  do  so  and  to  give. them  a  clear  mandate  to  carry  out  these 
faa-'tion&.  ConipreheUbive  planning  for  future  needb  must  begin  with 
aa  accurate  assessment  of  exbting  scmces  and  resources. 

Sec-()nd,  evahiation  of  human  service  programs  has  in  too  many 
instances  degenerated  into  a  numbers  racket  wherein  numbers  scrv.ed 
has  become  criteriun  of  success  rather  than  benefits  gained  by  those 
persons  served-   ^  .        _      1_  .  ' 

Section  IIS  unc(iuivocany  dcfipes  the  Coinmillce'slhTcht  as  to  the 
scope  and  focus  of  the  evaluation  requirements  for  pEogrnnis  provided 
for  the  developmcntjdly  disabled.  In  ^pecif^  ing  Federal  development 
of  a  model  which  cjiu  be  adopted  by  each  of  the  States,  the  Com- 
imttee  has  attempted  to  strike  an  appropriate  balance  between  the 
nec(!  for  uniform  evaluative  criteria,  standardized  definitions  and 
methodology,  \et  recognize  the  differences  among  States  as  to  their 
organization  for  human  services  and  the  nepcY  for  flexibility  in 
jm  pie  mentation.  *  , 

Another  consideration  taken  into  account  bv  the  Committee  was 
the  anticipated  CQ:jt.'>  involved  in  the  design  such  a  complex  com- 
prehensive system.  The  development  of  a  model  system  is  seen  as  an 
efficient  cost  effective  approach  which  should  provide  for im|J roved 
.quality  and  desired  uniformitv,  which  could  not  be  achieved  by  each 
State  undertaking  the  initial  (development  of  such  systems. 

The  Committee  i^ecognizes  that  the  investment  costs  associated  with 
the  initial  design,  development  and  implementation  of  such  systems 
afe  extraordinary  and  exceed  the  amounts  available  for  such  purposes 
in  the  program  "appropriation.  The  Committee  therefore  authorizes  ^ 
S1,000,000  to  be  appropriated  in  each  of  the  first  two  successive  fiscal  * 
y  ears  of  enactment  to  meet  this  i\eed.  However,  it  is  the  express  intent 
of  this  Committee  that  .the  annual  operating,  expense.s,  the  costs  of 
system  maintenance  and  subsequciit  modification  of  such  evaluation 
systems  in  the  various  States  should  be  funded  under  the  formula 
grant  appropriation?. 

The  design  and  development  of  a  model  6i  evaluation  an<i  compre- 
hensive data  system  is  a  desirable  step  forward.  Prudent  investment 
in  the  researclL  and  d.o>elopment  of  r^uch  a  model  could  improve  eval- 
uation efforts  across  many  programs  in  government. 

An  i:^^ue  of  concern  to  this  Committee  is  the  Federal  role  and  rcspon- 
sihility  for  overall  evaluation  of  the  Developj^ental  Bisabiiiiies 

Erograirt.  The  Secretary,  the  National  Advisory  Council,  the  State 
developmental  Di.>abilities  Planning  Councils,  and  the  Congress  each 
have  designated  responsibilities  for  carrying  out  these  provisions.  One 
step^hic^i  has  been  taken  b>  the  Committee  is  to  provide  increased 
Congressional  oversight  in  tliis  area  by  requiring  that  the  inodel  eval- 
uation system  developed  under  Section  118  be  transmitted  to  the 
appropriate  Congressional  Committees  for  review.  Further,  the  role 
and  responsibility  of  the  National  Counc*il  in  evaluation  has  been  sub- 
stantially^ increased  and  more  clearly  defined.   .  — 
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It-is  nuticipated  thftt  many  of  the  a(lministrat?ve  dinTiculties  which 
have  beset  tievelopmeutal  dibabililich  programs  will  be  alleviated  by 
the  establishment  uf  the  Office  of  Dcvelopmeutal  Disabilities  in  the 
Office  of  the  Secretar\ .  This  should  be  of  bcnefit  to  oyaliiatioa  planning 
as  well.ab  other  related  administrative  proces-^es.  It  is  the  Committee's 
judgment,  however,  that  in  order  to  be^t  meet  the  new  evaluation 
objectives  of  thi>  legislation,  to  meet  existing  requ;^ements,  and  to 
overcome  past  deficiencies,  responsibilities  lor  Federal  valuation 
activities  should  be  fuUv  integrated  in  a  single  designated  staff  unit. 

This  unit  is  to  be  established  in  the^Bfiice  of  Developmental  Disa- 
bilities for  the  purpose  uf.  (1)  developing  a  unified  conceptual  Jrame- 
work  for  overall  evaluation  of  the  developmental  rfisab'^^Uies  program; 
(2)  planning,  designing  and  providing  for  the  impk^^icntation  and 
control  of  evaluation  projects  within  this  framework;  (3)  consulting 
with  and  coordinating  related  activities  of  all  agencies  and  on^aniza- 
tions  ueccbsaril}  cjncerned  with  Federal  level  developmental  disabili-  ^ 
tics  c 'ahultion.  .     -n  -i 

In  carrving  out  these  and  other  related  tasks,  this  unit  ^vill  provide 
technicarstaff  support  for , evaluation  to  the  Natioilal  Council,  the 
DiviMOiiof  Developmental  Disabilities  and  the  Office  of  the  Handi- 
capped. For  this  purpose  the  Secretary  shall  make  available  adequate 
technical  staff  and  clerical  .support.  -  . 

Finally,  the  Committee  expects  that  answers  to  four  major  questions 
mu^^t  be  found  through  the  evaluation  program  and  information 

.svhtem:  ...         ■      i      ■  n 

(U  Who  is  being  served,  who  is  providing  the  service,  how  is  the 

program  being  carried  out?  '        .       i-  • 

{2)  Are  prograins  and^r  projects  pursuing  appropriate  objectives 

or' goals?  '  1    1      I         •  I  " 

(.>^  Do  the  programs  and  projects  achieve  or  lead  to  benchcial  re- 
sults to  the  cbnsumer? 

(1)  Which  of  the  available  program  iUtcrnatives  is  most  effective 
and  efficient? 

Model  State  Emlnaiion  System 

In  ounsidcring  change^  to  the  Developmental  D^abilitic^  legi  lation 
and  reviewing  the  effort.^  uf  the  State.->  to  pru\ide  comprehensive  plan- 
niii*^  for  services  to  individuaL'>  with  de\elopmeUtal  disabilities,  the 
Cuminittee  became  concgrued  iibuiit  the  lack  of  adciiuate  melliods  to 
evaluate  ser\lces  and  scr\ice  s\ stems  in  a  way  which  truly  reflects 
the  impact  of  such  ser\ices  In  ineetiug  the  needs  of  developmentallv 
di>abled  persons,  and  assesses  theimpat  t  of  Midi  ser\ito^  on  the  devel- 
upnu*ntal  piugress  made  bv  an  individual  in  the  ability  to  perform 
more  conipHcated  tasks  and  to. develop  the  skill^oJi\e  in  a  more 
iiormali/ed  en\  ironmeiit  in  sutietv.  The  Committee  belie ve?^  that  many 
evaluation  methods  tluvt  presently  exi.->t  ma>,  in  fact,  do  an  exemplary 
job  of  evaluating  ser\  ices,  or  cNcn  the  ade({uacy  of  ocrvice^^j  but  few 
methods  actual! \  evaluate  the  effect  of  individual  ser\ices  upon  a 
developmentalh*^  disabled  person,  or  provide  a  benchmark  foi;  au 
agenc}  to  jud^e  how  iU  scr\ices  are  actually  impacting  on  the  devel- 
opmeifit  of  an  individual. 

The  Copunittee  is  aware  of  the  development,  however^  of  new 
e\aluation  system.-,  which  show  great  promise  of  being  able  to  ac- 
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complibh  such  goal.-?.  Such  bybteius,  based  on  individual  data,  are 
being  utihzed  in  beveral  States,  (Nebrabka,  Florida,  Ohio  and  otliei-s) 
and  may  reprebent  a  great  breakthrough  in  the  e\aluation  of  the 
effectivenesb  of  seniceb  for  be\erel}  dibabled  individuals.  Believing 
that  the  development  of  bucli  a  system,  or  sjpveral  s^bteins,  could  be 
very  useful  to  States,  and  to  the  Congresb,  iii  the  tibsessment  of  the 
impact  of  human  sernce  programs,  t!ie  Committee  has  directed  the 
Secretar}"  to  develop  by  February  1,  1977,  a  design  for  a  comprehen- 
sive system  for  the  evaluation  of  services  provided  to  persoub  with 
developmental  dibabili ties  and  a  time-phased  plan  for  the  nuplementa- 
tion  by  the  States.  This  time-phased  plan  will  specify  a  minimal 
evaluation  system  to  bo  implemented  by  all  States  by  October  1, 1977, 
leading  to  the  establibhment  of  the  comprehenbi\ e  evaluation  b>:stem 
within  36  months  after  the  date  of  enactment  of  tliis  Act.  The  intent 
is  to  assist  the  States  in  the  developmpnt  of  similar  iybtems  by  which 
they  may  judge  all  bcrxices  developed  for  and  delivered  to  individuals 
with  de^ijlopmental  disabilities.  ^ 

The  keystone  of  this  system  should  be  clear:  the  Congress  has 
directed  the  Secretary  to  develop  specific  criteria  by  which  tiio  devel- 
opmental progrcbS  of  a  perbon  with  developmental  disabiliticb  may  be 
measured.  Such  criteria  shall  be  designed  to  be  utilized  by  agencies 
and  faciliticb  to  ovaluato  the  effectiveness  of  serviccb  provided  to  an 
individual.  For  this  reason,  the*  Comihittee  wishes  such  a  system  to 
bo  designed  to  utili/.e  information  and  data  which  may  be  developed 
by  indivjiduali/ed  written  habilitation  progranib  (as  required  uiujei' 
PartB  oftytl^e  II,  and  other  comparable  individualized  dVta)  to  pro- 
vide guidejincb  for  the  alteuiatixe  services  iricludhig  the  cobts  of  such 
services  jmd  the  benefits  such  services  ropresout  for  an  individual. 

It  is  tiie  Committee!s  intent  that  the  end  result  of  the  development 
of  such  a  b>btein  bhall  be  criteria  on  which  to  base  the  eyaluatipn  of  the 
performance  of  an  agency  in  delivering  services  to  an  individual,  and 
that  such  criteria  shall  measure  that  perfonnanco  of  an  agency  on 
the  babis  of  the  progrcbs  made  by  an  individual  in  mabtcring  compli- 
cated tabks-and  developing  the  alJiUtx  to  live  more  normally  in  society. 

The, Committee  aUo  recogni/.(;b  that  the  development  of  such  cri- 
teria is  not  an  easv  task,  antlthal  an  evaluation  system  based  on  such 
criteria  mubt  be  flexible  and  open  to  change  as  experience  and  new 
knowledge  dictate.  However,  the  Cbtablibhrnout  of  such  criteria  is 
integral  to  aii\  progrcbS  this  Nation  may  make  in  absuriiig  the  rights 
and  providing  iieccbbarj^^  bcrviceb  to  individualb  with  developmental 
disabilities,  and  an  evaluation  ^3stem  babcd  on  buch  criteria  mUbt  bo 
developed. 

IV.  FEDEUAL  .^D.MINISTRATIOK  OF  PnOGnA.M 

A,  Regulations  , 

The  Committee  directs  tfie  Secretary,  of  the  Department  of  Health, 
Education,  and  Welfare,  not  later  than  90  da>s  after  the  enactnient 
of  this  Ipgiblatioii,  to  proimilgatfi- final  regulations.  The  Committee 
believes  that  the  eight  monthb  the  Department  took  to  promulgate 
regulations  on  the  Kehabilitation  Act  of  1*973  was  an  unrerisonable 
length  of  time  and  gave  the  impression  of  reluctance  on  the  part  of 
thc-Department  to  actually  implement  the  intent  ofTlie  Congress.'The 
"C&mmittoe  eniphabi/es  its  contern  over  thib  matter  and  thub  require:^ 
the  Secretary  to  move  more  quickly  in  writing  reguhitioiib  for  this  Act. 
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There  is  a  provision  for  a  waiver  of  the  regulations  if  the  Secretary 
decides  that  the  regulations  would  impede  the  implementation  of  a 
project  which  is  consistent  with  the  goals  'of  this  legislation.  Any 
waivers  must  be  issued  on  a  case-hy-case  basis  and  only  for  a  .specific  , 
period jdf  time,  not  to  exceed  36  months.  The  Secretary  must  publish 
in  the  Fedtral  Register  the  fact  that  an  application  for  a  waiver  has 
been  submitted  by  a  Stdte  and  cannot  approve  or  disapprove  the 
application  less  than  60  or  more  than  90  days  after  the  d^^  of  publica- 
tion. In  addition,  the  waivers  must  be  reviewed  annually  and  the  Sec- 
retary shall  submit  his  justification  for  any  renewal  to  the  appropnat© 
committees  of  Congress. 

B.  Audit 

Each  recipient  of  a  grant  or  coniract  must  keep  such  records  as 
the  Secretary  prescribes  so  that  the  Secretary  and  Comptroller  Gen- 
eral of  the  United  States  shall  have  access  to  any  books,  documents, 
papers  and  records  which  are  pertinent  to  the  graat  or  contract. 

V.  Advance  Funding  -  - 

Section  4  authorizes  that  appropriations  under  this  Act  shall  be 
.included  in  the  appropriations  act  for  the  fiscal  year  preceding  the 
fiscal  year  for  which  they  are  available  for  obligation.  It  is  the  Com- 
mittee's policy  to  provide  such  funding  so  that  States  may  plan  m 
\       advance  of  the  fiscal  year.      ^  ^ 

D.  *  Payments  and  Federal  Share     .  •  ^  ' 

The  Secretary  shall  mkke  payments  to  the  States  from  tinje  to  time 
in  advance  on  the  b^asis  of  estimates  of  the  sums  the  State  will  expend 
under  the  State  plan;  these  payments  shall  cover  the  Federal  sh^e  of 
*  expenditures.  The  Federal  share  with  respect  to  assistance  under  Parts 
A  and  B  may  not  exceed  70%,  with,  the  following  exceptions:^  (1)  the 
Federal  share  for  project^  of  national  sigjiificance  and  services  to  a 
poverty  area  under  Part  B  may  nt)t  exceed.  90%  of  the  necessary 
<:ost;  (2)  the  Federal  government  will  pay  parji  or  all  of  the  cost  of 
fipecial  projects. 

JB.  Withholding  PaymMs  • 

The  Secretary,  after  reasonable  notice  and  opportunity  for  a  hear- 
ing to  a  State  tlanning^  Couhcil  arid  State  agency,  may  withold  pay- 
ments  whenever  he  finds  that  the  Council  or  State  agency  is  not  m 
-compliance  with  the  provisions  of  the  State  plan  or  the  ^-egulations 
of  the  Secretary. 
.  J^.  Employment 

Tho  Comraitiee  Bill  includes  a  provision  (section  5)  which  requires 
Ihe  Secretary  of  HEW  to  insure  that  recipients  of  assistance  under 
this  Act  take  affirmative  action  to  hire  and  advance  in  employment 
"handicapped  individuals!  '     .  . 

The  1973  Rehabilitation  Act  mdludes  se\'eral  provisions  which 
directly  and  indirectly  promote  .the  .employment  of  persons  with 

^^Sectiorf  501  of  the  Act  requires  each  Federal  department,  agency,  ' 
and  iristrumentality  to  take  sucK  afl^rmative  action,  including  the  sub- 
mission of  affirmative  action  pjans  for  approval  by  the  Civil  Service 
Commission,  which  is  to  momtor  and  review,  with; the  Federal  Inter- 
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agency  Committee  da  Handicapped  Employees,  the'  iiiipleiuentation 
of  sucli  plans.  ^ 

Section  503  of  the  Act  requires  Federal  contractors  and  subcon- 
tractors to  take  affirmative  action  to  hire,  place,  and  advance  handi- 
capped employees.  ,^  . 

Section  504  of  |.he  Act  prohibits  discrimination  against  qualified 
handicapped  •indi\iduals  in  participation  iA,  or  acquiring  of  benefits 
under,  any  program  or  activity  receiving  Federal  financial  assistance. 

Section  5  of  tHe  Committee  bill,  then,  is  designed  to  conform  pro- 
grams and  activities  undertaken  in  conjunction  with  this  develop- 
mental disabilities  legihlation  to  those  under* the  Reliabilitatibii  Act^ 
to  the  extent  thftt  they  '•^late  to  taking  afiiriiiative  action  to  hire,  phice, 
arid  ad va rice  in  empliynient,  handicapped  individuals. 

It  is  the  f-esponsibility  of  the  Secretary  to  monitor  the  affirmative 
action  programs  of  recipients  of  assistance  under  tliib  legislation.  In 
this  cdnriection,  the  Committee  expects  the  Secretary  to- require  i?ucli 
recipients  to  file  with  hini  their  affirmative  action  plans.  Further,  he 
must  monitor  the  activities  of  such  recipients  in  order  to  assure  tlio 
full  implementation  of  this  provision  in  accordance  with  the  intent 
of  the  Committee.  Finally,  the  Secretary  wiU  report  annually  to  the 
respecti\  e  committees  of,Congresi>  on  the  pr^^gress  being  made  under 
these  plans  and  their  implementation. 

^  V.  REPEAL  OF  EXISTING  LAW 

Parts  B  and  C  of  the  Developmental  Disabilities  Ser\ ices  and  Faci- 
lifies  Construction  Act  are  repealed  90  da\s  after  enactment  of  thi:* 
Act. 

TITLE  II 

VI.  FORCES  BEHIND  INSTITUTIONALIZATION  AJ^D 

DEINSTITUTIONALIZATION  '       -  " 

'  A.  History  oj  AUiiHdesJTotuards  Jldardaiion 

Attitudes  towards  retarded  individuals-  both  b>  the  public  f\nd  by 
professionals— have  gone  through  many  changeh'djiiring  tlje  liistory 
of  mankind.  Retardation  Is  a  condition  that  has  been  known  Mnce  the 
days  pf  antiquity  and  has  always  evoked  strong  re.>>pon.ses— of  one  kind 
or  anotlier— from  the  general  public.  Historically  many  culture.-^  dealt 
^vith  thi|i  social  problem  in  aclearcut  and  vigorous  manner.  For  exam- 
ple, th^OjSpartfjins  cast  obviously  defective  children  into  the  liver  to 
perish.  For  many,  many  cent^iries  the  .feoble-liiinded  were  treated 
harshly,!  were  shunned,  ostracized  null  neglocrx>d. 

It  is  not  until  the  middle  of  the  19th  centlmy  that  serious  and 
scholarly  approaches  were  appHed  to  the  problem  Jf  mental  deficiency. 
'For  example,  in  1846  Edouard  Sequin  publKslied  "The  Moral  Treat- 
ment, Hvgieno  and  Education  of  Idiots  and  Other  Backward  Chil- 
dren." This  work  has  been  recog^nized  as  a  cla.-^bic  in  the  fiehLof  mental 
retardation.  In  the  same  year  the  fir^t  State  legislation  in  the  U.S.  for 
the  establishment  of  an  institution  for  the  retarded  waj^  introduced 
in  the  New  York  State  legi^laiure.  The  legislation  was  not  enacted  but 
the  first  such  institution  was  established  in  iS48^iii  Mar-hachu.-^ctts. 
Subsequently,  Sequin  came  to  the  United  States  and  pla\ed  a  major 
role  in  initiating  public  care  for  the  mentally  retarded  in  the  U.S. 
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l§50-lS7o,  The  Hope  for  Caring  Fetardaiion.  The  first  institutions 
in  the  U.S.  for  tlicl'ctanlcil  had  tn,  their  goal  the  complete  rehabiUta- 
tion  ot retarded  perbous,  wjth  the  objective  of  biuco^jbful  integration 
into,coinniiinity  life.  TliebC  inbtitutioiib  wore  priinanly  dobigned  io  bo 
ins>titutional.  However,  before  long  it  was  realized  that  with  techniques 
available  at  those  ti/iicb,  few  of  the  moiitally  retarded  could  bo  succobs- 
fully  returned  to  the  community.  , 

1875-1900j  The  Needjor  Custodial  Care.  By  the  third  quarter  of  tho 
19th  century,  there  had  been  a  gradual  bhift  from  the  goal  of  euro  to 
that  of  ma.ximum  improvement.  The  baiiie  tools  from  a  training^tand- 
point  were  put  to  UbC  hut  the  objectlvp  now  was  to  equip  the  mentally 
retarded  so  they  could  maintain  the  institution  an(l  defray  the  cost  of 
its  upkeep.  ' 

lOOthWlO.  The  Period  of  Eugejiic  Alarjn.  AVliilo  the  lOtJi  century 
had  opened  with  a  recognition  of  the  existence  of  the  problem  of  the 
'mentally  retiUiIed,  the  20th  century  opened  with  a  condemn^.tion. 
]ncreabingl>,  nientall\  retarded  were  viewed .ab  antisocial,  as  burdens 
upon  the  .society,  and  iu>  perbons,  who  married  youiig  and  had  nirny 
children  they  could  not  bupport.  Thu.s  it  wa^  that  efforts  to  prevent 
retarded  pei-bons  from  reproducing  became  one  of  the  <:hief  obje*  lives 
of  tlie  modern  eugenic  movement  about  the  turn  of  the  century. 

W 10-1925,  The  Period  of  Social  Advance.  Together  with  the  concern 
about  eugenic^  there  wab  a  very  broad  increase  in  the  exploration  of 
uiental  deficienc>  .  Many  official"  and  non-official  ^ronpb  wore  set  up  to 
btudv  what  could  be  done.  Often,  however,  eniphabis  continued  to  be 
placed  on  eugenic  approaches  of  one  .sort  or  another.  Particularly 
.stresbcd  wore  life  bcgregation  (or  at  least  segregatioiv  during  the 
reproductive  period)  and  sterilisation. 

1.025— present  time:  Period  of  Movement  Towards  Community  Care, 
It  lb  now  almost  SOyears  since  e.\pertb  in  (he  field  oT  ment.il  retardation 
first  began  to  talk  about  alternatives  to  large  institutions.  Unfor- 
tunately, progresb  in  developing  these  community  alternative^  con- 
tinues to  be  slow  and— ab  thib  Committee  repeatedly  heard  in  dramatic 
testimony  from  witncsbes — the  care  provided,  in  institutions  ahi^ost 
always  still  le  tvcb  much  to  be  desired.  There  ren^ains  disagreemeiU  on 
what  the  proper  nature  of  community  care  or  conununit^  supervision 
should  be,  and  even  whero  there  i.s  agreement,  speetl  has  been  lacking 
in  developing  such  program.^  at  the  local  level, 
i?.  Models  of  Mental  Eetardatim 

Developmpntally  disabled  persoiib  for  too  long  have  been  cast  into 
a  number  of  destructive  modelb  which  have  been  Ubcd  a.-,  justification 
for  their  rejection  and  exclusion  from  the  mainstream  of^society,  Some 
of  these  modelb  are  btill  prevalent  today.  They  inchule  the  view  that 
developmentall>  dibabled  per.son^  are  suh-human  organisms;  that  thoy 
are  lacking  in  many  of  the  needb,  aspiration.-^  and  sensitivities  of  other 
human  beings.  From  this  it  follows  that  the  human  and  legal  rights 
of  the  developmcntall.v  disabled  can  be4  urtailed  and  ignored,  in  many 
ways  the\  are  anowed  minimal  freedom  and  man.iged  more  or  .c-s  as 
animals.  'In  addition,  developmentally  disabled  persons  are  often 
viewed  as  a  threat  to  society.  Thus,  it  is  concluded  they  must  bo  iso- 
lated from  the  larger  society.  Jn  this  sense  society  is  seen  as  needing 
protection  from  them,  and  it  is  to  provide  thiii  proteetion  that  prison- 
like  institutions  iiavc  been  considered  necessary.  ,  -  : 

\ 
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furtlie^  rejecting  model,  wliicli  often  is  only  a  tliinl}'  veiled  form 
of  deliuraanization,  i&  that  the  developmentall\  disa))led  ^re  s>een  a3 
the  object  pf  pity.  Thc\  are  viewed  *  suffering"  and  therefore  reqnir- 
ing  lovipg  nurtnre  and  protection.  Here  the  einpha^i.-i  is  placed  on 
keepings  (Teyelopinentally.  dii>ableil  persons  contented  but  the  rchult 
is  treatment  without  human  respect  or.dignit>.  Related  to  this  model 
Js  the  view  pf  developmental!}  dic^abled  person:^  ^'eternal  chihiren.*' 
,  Finally,  itliere  is  tlie  vie^  that  developmentally  dibitbled  individ- 
iialb*are  ''(hseabcd.**  They  are  viewc^d  as  sjick  and  in  need  of  constant 
care.  This  leads  to  indefinite  custodial  care.  This  hist  model  is  gra(l« 
iialh  being^  rephiced  hy  a  developmental  view  uf  mental  retardation. 
Sucii  a  view  stresses  that  all  devclupmeatall}  ditjabled  indiinduals 
have  potential  for  learning  and  growth. 

From  this  developmental  rrlodel,  it  fuUow^^  that  cutjtodinl.care  — 
which  ii>  predicated  on  the  ai>sumption  that  certain  individuals  are 
essentially  jincapable  of  development  -must  be  rejected.  The  newer 
developmental  model  eniphasizei>  cuncret^  program  gouU  for  iudivid- 
uals>  and  tlierefore  encourages  evaluation. bas>eJ  on  b^jccific  outcumcj^. 

A  final,  jbut  critically  important  dimen.sipn  of  this  new  model  is 
that  developmentally  disabled  person^  j^hould  live  like  nondevelop- 
nientall}  disabled  persons  to  the  greatest  degree  posuiblo.  Ever^  effort 
should  Ce  made  ^o  at,t,it,t  developmentajly  disabled  pcrsouc  to  maximi/.e 
their  ability  for  self-care  and  to  live  normal  lives.  From  this,  it  also 
follows  th^t  each  developmentally  disabled  person  should  be  allowed 
to  live  jn  Ihe  least  restrictive  environment  conducive  to  his  or  her 
maximum  jdeveloppient. 

G.  Conditi(^ns  i?^  Institvtions  j 

Despite  jthe  wiile  acceptance  of  ne^Wer  modeU  of  conceptualization 
regardmg  I  mental  retardation,  testimony  before  this  Committee 
expu,seilv  ojverwliehningl}  that  totall}  unacceptable  conditions  still 
•prevail  iujman^  public  and  other  facilities  for  the  developrner:tall;y 
disabled.  i]^Ian>  of  the  institutions  ^an  he.^t  be  descritcd  as  ''hopele.^ 
places"  dCjditated  to  custodi.d  Ciire|Of  lifelong  re-ldent-^.  All  too  often 
these  institutions  are  far  removed'  froni_jjrJ)an  areas  aiui^ represent 
an  effort  of  society  to  forget  iU>  obligation  to  tlic  residents.  Frequently 
tlie;y  havejlittle  or  no  outreach  aiicj  arc  un-i.onnected  with  the  existing 
communit}  facilities.  The>  generalK  lacl^  an^  commitment  to  change 
and  have-not  accepted  the  developn;ental  model  described  above. 
Fre(iuentl}  large  proportions  of  striff  will  feel  that  the  residents  really 
'^cannot  be  helped."  / 

In  addition,  all  too  often  State!  legislatures  ha\e  not  adequately 
funded  thpse  institutions,  often  reiving  vcr^  heavily  on  uncompen- 
sateil  (and- perhaps  uncoiistitutionan  resident  labor  performed  h}  the 
de\elopmel[itall>  disabled  themselves.  Frequentl},  too,  the  Profes- 
sional and 'nonprofessional  staff  of  tliese  facilities  do  their  routii^e  and 
often  dreary  work  without  approval  from  peers  or  an>  part  of  the 
public.      \  \ 

All  thesq  circumstances  tend  tq  generate  environmcntti  in  which 
residents  can  be  neglected  and  even  ami.->ed,  and  which  unfort^unatcly 
often  lead  to  deterioration  of  the  residents'  physical  and  niental  con- 
dition. The  enartinent  of  minimum  standards  itself  will  n6t  solve 
these  problems  but  it  can  be  a  significant  catalyst  in  bringing  about 
urgently  needed  changes.  \  / 
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In  testimony  before  thb  Committee  the  United  Cerebral  Palsy 
[itciation,  Inc.,  in  its  presentation,  stated  as  follows: 

\(We)  deplopo  the  disgraceful  conditions  still  in  existence 
in  tfie  back  wards  of  some  of  our  large  institution^.  We  are 
particularly  concerned  because  many  of  the  residents  of  these 
back  wards  are  victims  of  cerebral  palsy.  Most  of  them  have 
never  known  a  day  of  therapy  or  education  in  their  institu- 
tional lives.  Many  of  them  came  ^  from  homes  where  thev 
were  functioning,  before  they  were  institutionalized,  at  much 
higher  levels  and  where  they  were  more  independent  in  the 
activities  of  daily  living — feeding,  dressing,  and  toileting. 
Some  of  them  at  one  time,  as  a  result  of  many  hours  of 
therapy,  much  effort  and  expenditure  of  many  thousands  of 
dollars,  were  once  ambulatory  or  mobile  with  the  use  of  braces, 
crutches  or  wheelchairs.  All  of  them  with  proper  treatment, 
management  and  equipment  could  be  oute  of  b^d,  on  wheels, 
out  in  the  ward  participating  in  programs  in  this  institution 
or  out  in  the  community.  With  tne  skills  and  technology  we 
now  have,  there  is  no  longer  any  e.xcuse  for  bedfast  care 
for  the  cerebral  palsied. 

i  It  is  particularly  distressing  for  us  to  visit  the  adult  wards 
of  institutions  for  the  retarded  and  recognize  an  individual 
whom  we  have  known  as  a  happy,  bright,  promising  child  in 
one  United  Cerebral  Palsy  center — severely  handicapped 
but  responsive  to  therapy  and  with  potential  for  some  measure 
of  independent  living  and  work  under  sheltered  conditions. 
There  he  lies — his  contractures  have  been  allowed  to  take  over 
and  his  body  is  pulled  into  a  wierd  non-functional  position. 
His  mu,scles  have  atrophied  through  disuse,  his  decubiti  are 
ulcerating;  his  sad  eyes  stare  at  the  ceiling  with ''nothing  to 
look  forward  to  but  an  endless  succession  of  purposeless 
tomorrows!  What  a  waste  of  human  potential,  of  time,  of 
money!  What  an  indictment  of  a  society  that  would  allow 
this,  to  happen  to  a  fellow  humaa.being! 

Equally  graphic — as  a  case  illustration — of  the  continued  neglect 
of  the  needs  of  retarded  children  is  the  statement  before  this  Com- 
mittee of  Geraldo  Kivera : 

The  purpose  of  my  testimony,  I  think,  is  just  to  talk  about 
some  of  the  conditions  that  exist.  lean  only  describe  them  in 
layman's  terms.  I  don't  know  about  developmental  disabili- 
ties and  I  don't  know  about  the  differences  in  the  distinction 
between  the  moderately  and  mildly  and  profoundly  retarded, 
but  I  do  know  when  you  walk  into  a  room  that  is  about 
half  the  .size  of  this  one  that  has  200  children  in  it  and  those 
children  are  smeared  with  their  own  faces  and  they  are  naked 
and  dressed  in  rags  and  knocking  their  heads  against  the  wall 
and  there  are  only  three  or  four  attendants  to  take  care  of 
these  kids,  I  doa*t  have  to  be  a  specialist  to  know  there  is 
something  wrong  there. 

The  author  of  the  original  Bill  of  Rights  for  the  Mentally  Retawled 
(from  which  title  II  oridnated).  Senator  Jacob  K.  Javits,  the  ranking 
minority  member  of  the  Jjabor  and  Public  Welfare  Committee, 
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pci-bonally  toiucd  Willowbrook.  At  his  rcqucbt,  a  special  Federal  t^e am 
from  the  Department  of  Health,  Education,  and  Welfare  also  visited 
.  Willowbrook.  Its  report  concluded: 

Purthermore,  on  many  of  the  wards  that  the  teams  visited, 
tho  care  was  substandard  and  inadequate  to  take  care  of  the 
basic  healtji  and  hygiene  needs  of  the  residents.  Eye  examina- 
tions seem  to  be  particularly  nonexistent.  Dental  care  was 
primitive  and  mediQal  services  available  only  when  crises 
/Occurred. 

Perhaps  most  disheartening,  of  all  was  tliat  tliere  wore  no 
^  .  individualized  treatment  plans  for  most  of  the  residents. 
*   Residents  who  had  rehabilitation  potential  were  left  in  wards 
without  sufficient  or  well-trtuued  staff  to  care  for  them, 

Furtheremore,  since  there  were  so  few  social  worker  on 
htaff,  there  could  be  no  real  effort  to  work  with  families  or 
residents  to  plan  foster  care  and  other  possible  alternatives 
to  institutionalization. 
Tlie  Federal  team  recommended  that  there  was  an  urgent  need  to 
de\elup  more  comnmnity-ba&ed  facilities  as  opposed  to  institutions. 
It  al-o  stated  that  imniecliate  actioii  is  required  to  screen  residents  of 
all  iu-^titution^  and  to  develop  and  implement  adequate  standards  of 
care  for  the  treatment  and  training  of  retarded  residents. 

In  1967  an  evaluation  team  of  the  American  Association  on  Mental 
Deficiencv  conducted  an  inspection  of  the  Partlow  State  School  and 
l^o^pital.  The  report  of  this  team  included  the  following  information 
reganling  a  vi^it  to  a  ward  for  severely  retarded  ambulator}'  young 
nialoJ? : 

Ground  food  was  brought  to  the  dayroom  in  a  very  large 
aluminum  bcwl  along  with  nine  metal  plates  and  nine  meUil 
ftpoons.  Nine  working  residents  were  sent  in  to  feed  tbese  54 
young  boys  from  this  one  bowl  of  foo<l  and  nine  plates  and 
nine  spoons.  Tlie  feeding  was  accomplished  in  a  total  state  of 
confusion.  Since  there  were  no  accommodations  to  oven  sit 
down  to  eat,  it  w  as  impossible  to  tell  wliich  residents  had  been 
fed  and  which.had  not  been  fed  with  this  system. 
Four  years  later  the  conditions  at  this  hp^pital  were  substantially 
unchanged  and  led  to  the  decision  by  Jud^e  Frank  Johnson  m  the  case 
of  Wyatty.  Stickiiey  which  first  expressed  the  constitutional  basis  for 
minimum  standards  in  institution.'?  for  the  retarded  and  mentally  ill 
Testimony  before  this  Committee,  testimony  before  Judge  Johnson 
and  reports  from  various  burvejs  all  indicate  that  most  large  institu- 
tions for  the  developmeatallv  disabled  in  the  U.S.  hick  individualized 
treatment  plans  and  programs.  That  is,  care  is  primarily  custodial; 
and  little  attention  is  paid  to  the  resident'^  potential  for  increased  self 
care,  ability  to  utilize  education  or  training.  All  too  often  also  drugs 
are  used  to  control  patients  behavior  rather  than  for  any  particular 
therapeutic  purposes. 

In  Wyatt  v.  Siickney  the  court  initially  found  that  the  "inmates  of 
this  mental  institution  were  receiving  inadequate  treatment.  Follow- 
ing Uiis,  the  court  gave  the  State  six  months 'to  remedy  the  acknowl- 
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«dged  deficiencies  and  to  de\elup  a  plan  fur  adequate  treatment  w  hich 
would  include  the  following,  individualized  treatment  plans  for  all 
patients;  a  humane  physical  and  psychological  environinent;  and 
trai^ied  ami  qualified  prufej>ftiunul  and  paraprufts^iunal  btajpiu  num- 
bers adequate  to  provide  treatment.  The  court  indicated  thesje  were  the 
minimum  conditions  for  any  treatment. program. 

The  minimum  constitutional  standards  for  adequate  treatment 
promulgated  by  Judge  Johnson  in  March  of  1972  included  the 
following  areas: 

I.  Right  to  privacy, 

2..  Right  to  the  least  rei,trictive  condition  u'^.e.ssary  to  achieve  the 
purpose  of  confinement, 

3.  Right^^  to  visitation  and  telephone  communication  as  for  other  . 
patients  except  as  specifically  'formulated  ai>  part  of  a  patient's 
particular  treatment  plan, 

4.  Unrestricted  right  to  send  ser.led  mail, 

5.  Right  to  be  free  from  excessive  medication, 

6.  Riglit  to  be  free  from  physical  restraint  and  isolation, 

7.  Right  not  to  be  subjected  to  experimental  research  w'ithout 
expressed  and  informed  consent  of  the  patient, 

8.  Right  not  to  be  subjected  to  treatment  procedures  such  as 
lobotomv,  electric  convulsive  treatment,  etc.  without  expressed  and 
hiformed  consent, 

9.  Right  to  receive  prompt  and  adequate  medical  treatment  for 
anv  phvsical  ailment, 

10.  llight  to  w  ear  ov.n  clothes  and  keep  own  personal  possessions, 

II.  Right  to  receive  from  the  hospital  clothing  if  patients  don't 
])ave  any  of  their  own, 

12.  Right  to  regular  physical  exercise  several  times  a  wxek, 

13.  Right  to  religious  worship, 

14.  Opportunities  for  interaction  with  members  of  the  opposite  sex, 
1.3.  Right  to  a  humane  psychological  and  physical  environment 

(square  footage  of  living  space,  toilets  and  lavatories,  showers,  day- 
ruum,  dining  facilities,  adecjuate  heat,  and  adequate  refuse  facilities). 

In  adtliti^n,  the  Judge's  standards  set  conditions  under  which 
patients  could  be  reciuned  to  perform  labor  which  involves  the 
operation  and  maintenance  of  the  hospital.  Finally,  there  were 
detailed  requirements  in  relation  to  stalT-patient  jatios  and  the 
nejtessity  for  each  patient. lu  have  an  individualized  treatment  plan 
which  shall'ie  tlcvelupedb}  a  mental  health  professional.  In  addition, 
the  Judge  specified  the  appointment  of  a  human  rights  committee 
for  the  two  mstitutions  involved. 

While  the  case  of  Wyatf  v.  Silckncy  most  clearly  enunciated  the 
constitutional  rights  involved  and  most  specifically  spelled  out 
sttuidards  for  the  care  of  the  mentally  retarded,  other  significant 
(tases  include  the  following.  Neiv  York  State  Association  jor  Retarded 
C  htldrm  v.  Rockejeller,  Sonder  v.  Brennan,  Dale  v.  State  oj  New  York, 
and  Donaldson  v.  O'Connor,  ^ 

li  is  interesting  to  note  that  the  decision  of  Judge  Johnson  s  court 
with  regard  to  the  right  of  the  mentallv  retarded  to  rehabilitation,  i^ 
sui}ported  not  onlv  by  applicable  legal  authority,  but  also  by  a 
resolution  adopted ''on  December  27,  1071,  by  the  General  Assembly 
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of  the  UiiiteJ  Nations.  That  rebolutioii,  entitled  ^^Declaration  on  the 
Eights  of  the  Mentally  Retarded"  reads  in  part: 

The  mentally  retarded  pei-bOii  has  a  right  to  proper  niedieal 
care  and  pliysieal  therapy  and  to  such  education,  trainintj;, 
rehabilitation  and  guidance  aj>  will  enable  him  to  develop  his 
ability  and  maximum  potential. 
Dr.  Fhihp  Root>,  Executive  Director  for  the  National  Association 
for  Retarded  Children,  in  hi.^  tcbtimony  before  Judge  Johnson  sum- 
marized his  wWii  to  the  Partlow  Slate  School  as  follows: 

The  conditions  al  Partlow  today  are  generally  dehumaniz- 
ing, fostering  devianc},  generating  self-fulfilling  prophecy 
of  paraijitism  and  helplcbsness.  The  conditions  I  would  say 
are  hazardous  to  psychological  integrity,  to  health  and  in 
some  cases  even  toMifc.  The  administration,  the  physical 
plants,  the  programs,  and  the  institutioirs  articulation  with 
the  coiinmiiiit>  and  with  consumers  reflect  destructive  models 
of  mental  retardation.  They  hark  back  to  decades  ago  when 
*    the  letardcd  were  niispcrccived.a.s  being  sick,  as  being  threats  - 
to  M)cietv,  or  being  subhuman  organisms.  TJie  new  concepts  in 
the  field  of  mentHlretardation  are  unfortunately  not  reflected 
iu  Partlow  as  wc  see  it  today—concepts  such  as  normaliza- 
tion, developmental  model  and  orientation  toward  mental 
retardation,  thrust  of  consumer  involvement,  the  trend  to- 
ward community  orientation,  decentralization  of  services: 
none  of  these  are  clearly  in-cvidence  in  the  facilities  today. 
New  concepts,  new  methods,  new  treatment  and  educational  ap- 
proaches have  been  developed.  They  are  being  implemented  in  a 
number  of  communities  and  a  small  number  of  institutions  for  the 
developmentalb  disabled  throughout  the  U.S.  Unfortunately,  how- 
eve.-,  l4ie  vast  majority  of  institutional  programs  are  still  far  from 
ideal,  and  vary  greatlv  in  quality  and  availability. 

The  inhumane  and"  nonhabilitation  aspects  of  these  large  institu- 
tions lia\e  unfortunateh  been  graphically  demonstrated  over  ami  over 
again,  lu  a  munbcr  of  the  crucial  court  cases,  for  example,  the  (lefeiid- 
ant.s  were  only  too  willing  to  stipulate  that  the  conditions  descnbed  by 
the  plaintlfTs  were  accurate.  New  and  Imaginative  ways  of  funding 
are  re(|uircd,  more  stress  must  be  place  on  community  programs  and 
commuuitv  supervision ,  but  at  the  ^aine  time  the  thousands  of  devel- 
opiucntailv  disabled  residents  of  large  institutions  immediately  need 
to  have  their  care  upgraded  and  improved.  This  is  the  clear  thrust  of 
all  tlie  expert  testimony  heard  by  the  Committee. 

The  C  onimittcc  is  firmly  convinced  that  Congress  must  take  action 
to  ensure  the  humane  care,  treatment,  habilitation,  and  protection  of 
yient;nh  retarded  and  other  persons  with  developmental  disabilities. 
The  Federal  Government  has  the  responsibility  to  provide  equal 
protection  under  the  law  to  all  citizens.  ,  , 

Jt  must  be  recognized  that  the  vast  majority  of  dcVelopmeiitally 
disabled  pei-sons  and  the  vast  majority* of  persons  now  institutional- 
ized should  not  be  in  these  institutions  at  all.  Efforts  to  assure  proper 
treatment,  education,  and  habilitation  services  in  large  institutions 
should  not  deflect  attention  from  the  fact  that  most  of  these  insti- 
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tutions  thomsolves  are  anacroniams,.and  that  rapid  steps  should .b?, 
taken,  to  pliase  tliom  out.  Many  of  these  institutions  by  »their  yery 
nature,,  their,  siz^e,  their  isolation,  their  impersonality,  are  unsuitable 
for  treatment,  education,  and  habilitation  programs. 
.  The  emphasis  oa  improving  care  ia  those  institutions  .must  be, 
paralleled  ty  other  efforts  to  move  .toward  "deinstitutionalization" — 
towards  "normalization;'' 

Experts  in  the  field  of  developmental  disabilitJes  as  well  as  in  civil 
iights  law  now  agree  that  every  effort  should  be  made  to  insure  that 
our  development^illy  disaWed  citizens  are. provided  ev^iy  oppot-. 
tunity  of  being  cared  rfor  in  the  least  restrictive  setting  that  is  con-. 
sistent*^with  the  person's- ability  for  self-care.  Clearly  many,  if  not  a; 
majority, ^of  cuiTeht  residents  of  institutions  for  the  mentally  retarded, 
and  other  developmentally  disabled  persons  could  be  carod  for  in  less 
restrietiye  institutions  or  facilities  than  are.presently  being  employed; 

Therefore,,  the  intent  of  this  legislatioii  is  not  only  toJmprove  care 
in  residential  facilities,  but  also  to  minimize  inappropriateiadmissions- 
and  to^^stimulate  the  States  to  develop  alternative  programs  of  carq  for 
mentally  retarded  and  other  developmfentally  disabled  persons.  It  is 
clear  .that  the  provision  of  adequate  and  humane  care  in  large  State 
institutions,  alone,  is  nofe: an  adequate  answ«r.to  the  problem.  Other 
initiiCttves  must  include  cutting  off,  the  flow  of  residents  jnto  Buck  in- 
stitutions by  development  of  community  alternatives.  .  .  . 
.  Finally,  the  role  oj  the  iiistitytions  themselves  should  change.  They 
should  becoiTie  part  of  total  habilij^ative-rehabilitative  systems. 
Institutions  for  tlib  clevelopmentally  disabled  should 'he  only  oiie 
dlternative  f^pe,  of  residential  service  wliicli  can  function  as  a  treat- 
ment-educational facility.  Above  all,,  institutions,  for  tli^  retarded 
must  cease  to  be  repositories  for  pei^sonsTor  whom  liobody  cares. 

Jhe  Committee  feel§;that  the  standards  set  forth  in  title  IT  are 
minimum  standards  to  insure  basic  human  dignity  where  institu- 
tional care  for  developmentally  disabled  persons  is  found.  Jt  i$  not, 
however,  the  Committee's  in  tent. that  enactment  of  this  ii  tie  should  be 
eoLStriied  in  any  way  to  constitute  support  o{  institutionalization  of 
the  mentally  retarded.  *  '  '  '         *     '  ^ 

It  is  tcr  thii  end  that  Part  B  of  title  11  provides  alternative  pro- 
cedures and  criteria  and  that  Part  D  of  title  II  provides  standards 
for  community  facilities  and  agencies  serving  persons  with  "develop- 
mental  disabilities.  '  \  " 

This  title  provides  full  flexibility  to  the  Secretary^  and  the  National 
Axlvisory  Coimcil  to  review  and  determine  the  criteria  by  which 
compliance  with  standards  shall  be  measured.  The  Cdmmittee  notes 
that  the  same  groups  and  associations  that  developed  the  niir\imum 
standards  of  Parts  C  and  D  are  permitted  and  encouraged  to  be 
represented  by  the  National  Advisory  Council.  .The  flexibility  of  the 
alternative  standards  of  Part  B  insure  that  compliance  within  5  years 
with  the  standards  will  not  be-  an  undue  hardaliip  administrativ.el3% 

Failureof,  Congress  to  respond  to  the  needs  of  persons  with  develop-^  , 
mental  disabilities  would ,^nake  a  mockery  of  our  Nation's  progress  in 
such  areas  as, equal  protection  and  individual  liberty.  Therefore,  the 
Committee  is  convinced  that  the  standards  provided  in  this  legislation 
constitute  a  valid  and  .realistic  framework  for  improving  the  oyerall 
situation  of  this  country^s  *d6velopmentally  disabled  citizens.  It  is  the 
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.responsibilitV  &Tid  duly  of  tht  Congress  to  etwict  this  title  so  that  this 
Nation  can  nave  a  realtslie,  attainable  goal  towards  which  to  strive 
in  tht3  field  of  mental  retardation  and  derelopmental  disabilities. 

VII.  TlTIiE  n:  BILL  OF  RIGHTS  tOn  TH»  WUKTALLY  RBTAKDED  AND 
OTH»n  INDIVIDUALS  WITH  DEVULOFMKXTAL  DISABILITIES 

'Ktle  II  is  desigiwi  to  assist  in  the  protection  of  the  human  rights 
guaranteed  under  the  Cocistitntion  of  those  ment^^ly  retarded  and 
other  develoi)mefntally  disabled  individuals  who  require  institutional 
care  or  need  comTnunitv  fnwiities  and  programs.  It  also  estaWisbes  ^ 
alternative  procedures  for  compliance  mtli  standards  for  residential 
and  community  fadiiiid's. 

Tlie  goal  which  the  standards  in  Parts  C  and  D  of  tbe  titJe  seek 
to  achieve  is  one  of  habilitation  of  the  dcvelopmentally  disabled 
individual  who  is  in  ne&d  of  services.  The  alternative  standards  seek 
,  to  measure  a  residential  or  community  program's  performance  against 
the  progress  made  by  tbe  developmentally  disabled  persons  served. 

The  alternative  procedures  set  forth  in  Part  B  do  not  attempt  to 
set  the  criteria  by  which  to  evalnate  progress  or  development,  but 
only  to  establish  minimum  procftdaral  criteria  for  the  protection  of 
the  dev«i6pmentally  disabled  individual  who  is  receiving  the  services* 

-^1.  National  A<kisory  Vouncil 

The  National  Advisory  Council  on  Standards  for  Residential  and 
Community  Pacilitieo  for  the  Mentally  Retarded  ard  Oth(^rJndi\4d- 
uals  With  Developmental  Disabilities  lias  .been  estabUsITod  to  advise 
the  Secretary  on  the  standards^  procedural  and  performance  criteria 
set  fortlijn^title  IL  Because  of  the  technical  nature  of  title  II,  the 
.-GommiEtee  felt  it  necessary  to  have  a  council  which  consists  of  experts 
in  the  field  of  institutional  and  community  care,  as  well  as  consumers. 
Technical  expertise  should  include  architects,  and  engineers;  other 
advisors  sJiould  mclude  psychiatrists,  psychologists,  ancfoducators. 

The  Council  is  meant  to  play  an  active  role  in  any  revision  of  stand- 
ards that  might  strengthen  or  upgrade  such  standards  and  act  as  an 
advisor  for  the  Secretary  and  his  staff  witli  regard  tx)  the  Administra- 
tion's evaluation  aod.wiforcement  ol  the  standards  and  procedures  set 
forth  iu  th^  title.  *  - 

B.  State  Plan 

Title  II  provides  two  alternatives  to  the  States:  (1)  the  adoption  of 
minimum  standards,  i.e.  Parts  C  and  D,  T>r  (2)  compliance  with  the 
alternative  standards  contained  in  Part  B.  If  neither  alternative  i& 
met,  all  Federal  funding  will  be  lost  within  5  ycai-s. 

Under  the  State  plan: 

(1)  A  State  must  provide  assurances  to  the  Secretary  within  one 
year  from  enactment  that  each  facility  and  agency  within  that  State 
has  adopted  a  plan. for  compliaTice  with  the  requirements  (i.e.,.  meet 
the  requirement's  of  the  minimum  standards  of  Parts  C  ond  D,  or  the 
requirements  of  Part  B),  and  the  State  must  submit  to  the  Secr^itary  a 
plan  which  demonstrates  how  compliance  will  be  implemcnte^l. 

(2)  Tlie  State  must  agree  to  do  compliance  reviews,  and  the  Secre- 
tary is  required  to  conduct  validation  surveys.  The  State  pl«n  for 
compliance  must  address  the  need  for  deinstitutionalization  and  for  pro- 
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viding  the  adequate  corrtmunity  services  in  this  i\\m$>i  tovviird  deinsti- 
tutionalization. Tfie  Stat«-  plan  also  must  be  found  in  conformaiwo 
with  the  regular  State  development  disabilities^  plan  subinittecl  by  the 
-  State  Plaimine  Council  to  the  Secretary  under  title  I. 

(3)  Those  facilities  which  opt  to  meet  the  minimum  standards 
under  ParU  C  and  D  must  meet  these  standards  within  a  5-year  time 
period. 

(4)  Facilities  which  opt  to  meet  the  alt<^rnative  standards  under 
Part  B  must: 

Meet  such  performance  criteria  as  developed  by  the  Secre- 
tary'; 

rrovidc  individualized  written  plans  for  each  develop- 
mentally  disabled  person  served  by  a  facility  or  community- 
based  agency;^ 

Assign  a  prograin  coordinatoi*  who  is  respoasible  for 
seeing  that  the  services  ordered  in  the  individualized  written 
plan  are  provided  for  each  individual; 
.  '  Ensure  that  a  sysJ^n^f-protectiTc^and^personal-^ndvocitcy"  - 
is  esJ^blkbed-'Wiiiim  the  State  to  monitor  programs  and 
"protect  the  rights  of  each  individual;  and 

Meet  certain, mimmum,standards  relating  to  familv  visita- 
tion, admis5^ibn  requirements  to  .  facilities,  provision  of 
adequate  services  for  habilitation,  and  educational  services. 

C.  Noncompliatiee 

Section  206  .provides  . that  five  yoars  tfter  the  date  of  enactment  of 
this'titk,  no  residential  or  community  facility  or  a^ncy  for  Lndi- 
viduala  with  developmental  disabilities  shnli  be.  eligible  io  receire 
payments  either  directly  or  bidirocily  under  any  Federal  law  \mlem 
the  facility  meets  the  ataniiards  preBented  in  Part6  C  and  D  ^  this 
title  or  has  demonstrated  to  the  Secretary  for  a  I'ear^nable  priod  of 
time  that  it  has  implemented  requirements  of  Part  B  of  ilm  Me^ 

D.  Alternative  Criteria f or. Qompliance 

Part  B  establishes  the  procedural  criteria  for  CompVumce  %vith  the 
intent  of  title  11  in  lieu  of  actual  compliance  with  standards  set  forth 
in  Parts  C  and  D.  ^  ,  y-. 

The  rationale  for  Part  B 'exists  in  the  desire  of  the  Congress  to 
infinrer  that  a  handicapped  jodivuditl  placewd  in  an  iustitiitioii  or  com- 
munity progrjim  will  receive  necessary  services  so  that  such  placement 
"iH  beneficial  to  that  indindual. 

Tfte  proc^hu'al  protections  and  provisions  of  Part  B  place  emphaiiw 
on  the  goal  of  assuring  that  a  developmentaJly  disabletl  individuai 
benefits  from  the  services  offered  by  that  system  so  that  ho  or  slie  may 
^participate  within  normal  sodcty  and  be  able  to  live  witli  human  dig- 
nity in  an  institution. 

E.  Perjormance  Criteria  ,  . 
In  developing  the  alternative  procedural  protections  and  provision* 

in  PartB,  the  Coinmittce  recognizes  that  any  btandard:^  promulgated 
to  protect  the  rights  and  assure,  qualitj  services  to  individuals  with 
developmental  disabilities  arc  only  as  good  as  the  rcsultb  thoy  produce 
and  the  beneficial  impact  they  have  on  the  lives  of  indivhbials  with 
developmental  dibabilities.  The  Committee  has  therefore  chosen  to 
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require  lurtain  procedural  protections  which  will  ensure  that 'the 
methuJft  by  which  individual  bOrvices  or  treatment  plans  are  provided 
to  buch  iiidividimlb  protect  that  per^on'ri  rights  and  provide  him  Vvitlr^ 
due  pioi  i'^5..  Title  II  also  requires  adherence  ta  certain  minimal, stand- 
ards protecting  the  lives  and  the  well-being  of  such  individuals.  The 
Coniniittoe  reiterates  the  fact  that  all  person;^  with  developmental  dis- 
abiliticb  liave  the  right  to  services  and  treatment  which  will  prompte 
their  de\  elopment  and  enable  them  to  live  normally  in  the  community,  • 
whether  or  not.tliat  entails  a  protected  environment. 

In  rueuiphabi/.iug  this  right,  the  Committee  is  aware  of  the  tragic 
lack  of  developmental  services  wljich  enable  most  individuals. with 
.developnienhil  disabilities  to,  in  fact,  Ijve  more  normal  lives.  It  is  for 
this  rea&on  that  the  Committee  lias  also  incUidedj  as,  part  of  the  re- 
^quirernuntb  of  Part  B,. compliance  with  certain  performance  criteria  to 
bo  developed  by  the  Secretar;>^  which  will  provide  a  way  of  measuring 
the  iuipui.t  of  any  bcrvic^  provided  to  a  person  with  develo.pmental 
disabilities,  and  of  evaluatmg  the.  effectiveness  of  such  services  to 
assist  tTiube  uidiMdual^  In  dcyelopihg- their  fullest  potential.  ^s*part 
of  this  requirement,  the  Committee  has  directed  thp.  Secretary;  urder 
both  Tide  I  (section  121)  and  Title  II,  f-o  develop  within  18  mdrths 
from  the  date  of  enactment  an  evaluation  system  which  shall  provide 
a  niodi'l  or  inodelb  to  States  by  which  they  may  evaluate  all  services 
developed  for  and  delivered  to  developmentally  dis.abled  individuals. 

In  providing  tliib  system,*  the  Congiess  has  mandated  the  develop- 
ment of  specific  criteria  by  which  the  developmental  prop-ess  of  a 
person  \\ith  developmental  disabilities  may  bo  measured.  These. cri- 
teria bhall  provide  the  basis  for  evaluation  of  the  performance  of  an 
agency  in  dehvering  services  to  an  individual*  Snch  criteria  shall 
measure  the  performance  on  tho  basis  of  the  progress  made  By  aQ.^5<s^ 
di\adual  in  mabtering  over  more  complicated  'tasks  and,  developifi^^ 
the  abilitv  to  live  more  normally  in  society.  For  use  under  title  li, 
the  Secretary  &liall  develoj)  detailed  performance  criteria  and  mini- 
mum couipliance  levelb  which  b\m\l  be  applicable  to  residential  and 
conuuuiiity  faciliticb  and  agencies,  and  bhall  be  ^considered  required 
standards  under  Part  B. 
F.  Individual  Written  Bahiliiaiion  Plan 

*  As  part  t)f  tlu'se;provibions,  Part  B  requires  tliat  an  individualized 
WTitten  iiabllitation  plan  bo  developed  for  each  individual  who  is.  in  a 
resideiiiud  faoilitv  or  community  facility  or  agency.  This  plan  is  similar 
to  proviMou^  aNo  <;ontained  in  the  Rehabilitation  Act  of  1973  (Public 
Law  9.^-112>  and  a.^^ures  the  individual  attention  needed  by  devel- 
opmenfalh  disabled  pei-son-s.  XJnder  this  requirement^,  the  Secretary 
shall  injure  that  an  individualized  written  liabilitation  program  is 
developed  for  e\er\ .  individual  who  is  in  or  served  by  a  residential 
faciht.\ ,  eomnumitC  facility,  or  agcnc}  for  which  standards  have  been 
established  under  this  Act.  _  . 

Ever^  plan  bhall  be  developed  jointly  by  representatives  of 
facility  oi  agency  rebpon.sible  fur  (he  developmentally  disabled  iiidi- 
vidua!  or  hib  repre.seiitatiye.  Such  planb  shall  beTOvjewed  periodically 
but  at  least  annuallv. 

Such  plans  shall  uiclude  tho  statement  of  long-term  habihtation 
jgoals  for  the  individual,  ijitcrniediate  habilitation  objectives,  state- 
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ment  of  specific  services  to  be  provided,  dates  for  initiation  and  antici- 
pated duration,  objective  criteria  and  evaluation  procedu'tes.  The  plan 
13  intended  to  provide  the  greatest  latitude  of  choice  for  the  individual 
and  shall  be  written  in  language  that  is  as  underst-andable  to  all  con* 
ccmed  as  possible.  -  .  " 

The  individualized  plan  is  a  document  by  Avhich  the  agency  and  th^ 
individual,  set  goals  for  the  future  of  that  individual.  The  plan  set 
forth  in  Section  221  is  a  much  more  detailed  plan  than  provided  in 
the  llehabilitation  Act  of  1973  because  time  has  allowed  more  study* 
of  jthe  uses  of  such  a  plan,  and  more  information,  to  be  gathered  on 
relevant  criteria  for  such  a  plan.  The  plan  serves  as.  a  tdol  .not  only  for 
the  development  of  the'inaividuaL  but  also  as  a  means  of  evaluating 
the  quality  and  performance  of  the  program  and  is  a  necessary  com- 
ponent if  appropriate  agencies  are  going  to  evaluate  the  system  to^ee 
if  it  is  providing  a  desirable  outcome  for  the  individual  within  that 
systenx,  ,        .  •        "  ' 

' 0.  Program  Coordinaiioh  i  .  ^ 

ProgniTir^oordination  is  required-  bjr  Part  B  in  order  ta  assure  a 
focal  point-for  responsibility  for  the  implementation  of  the  handi- 
capped individual's  written  habilitation  plan  and  to  provide  direction 
of  tne  rehabilitation  of  the  developmentally  disabled  individual.  Th^ 
coordinator  is  the  person  who  is  responsible  fpr  the  implementafion 
of  the  individual  written  program  arid  for  procuring  necessary  serv- 
ices from  other  agencies  that  are  needed  in  tnis  rehabilitation.  Jt  shall 
be -the  function  of  the  coordinator  to  .attend  to  the  t^qtal,  spectrum  of 
tlie  person's  needs  and  be  the  focal  point  of  responsibility  for  the 
provision  of  services  to  that  person. 

One  of  . the  main  criticisms  of  the  delivery  systen)  for  handicapped 
individuals  pointed  out  in  the  study  released  by  the.  Rand  Corpora7 
tion  in^ay  of  1973  was  that  there  is  a  complete  lack  of  coordination 
in  the  delivery  of  services  to  handicapped  individuals.  There  ^re  a 
myriad  of  government  services  available  to  most  handicapped  person^ 
from  income  maintenance  ta  the  procuring  of  devices  to  anxqliorate 
the  disability.  However,  unless  these  services  are  known  to  tlie  handi- 
capped'individual,  they  cannot  be  utilized.  * 
The.  program  coordinator  is  an  integral  part  of  any  service  delivery 
systeni  that  is  designed  to  he|p  the  handicapped  individual  progress! 
The. focal  .point  of  responsibility  ipr  the  individual  has  to  be  pinj 
pointed  for- the  (^eU^very. system  to,b^  "  [  ^  \' 

'H.  PToteciive.and  Personal  Advocacy      •  i  .  .  ,       -  >  : 

The  Coittmittee  furtheit recognizes  that  theteis  ari  inliefeht;coriflict 
in  the  role  a  State  must  play»iri  delivering^  services  aild  adrainistering 
programs  for  iMjrsbns  with:  developmental  disabilities/and  in  protect^ 
ing  the  human  and  legal  rights  of  sUCh  pefeorts*  The'i^omrtiittei6,|il&b, 
beli^^es  that  it  is  most  impdttatit  to  distinguish  betwden  thee*;  two 
role^  in  li^t  of  the?  nature  and  the  problems  confrbntbig  such,pei*9on8,, 
I9ii6*nxe  not  able  to  adequately  protect  their  own  rights.  It  is/for  thift 
reason  thajt  the  Committee  r<5gu«rWthe  estabHshmint  of  /a"protectiyie 
arid  peirsonal  advocacy  'functioii'by  the  SUiJe.  Thd  p1rotective^4iaxi 

Krsonal 'advocacy  agency  or  agenda  req^uire^  by  thie  proM^sicm*  shkll 
independent  of  any  State  agency- adtninifilering  or  delivering' seiV- 
ic^s  to^aeve^ypfriebtafly  disabled  per^ons.^^^ 
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This  newly  established  agency  shall  have  the  authoriiy  to  review 
all  complaints*  regarding  infringement  of  human  rights,  denial  of 
benefits,  and  any  other  complaint-on  thfr  part-of  an  individual.  Deci- 
fiions  of  this  independent  agency  shall  be  subject  to  appropriate  judi- 
cial review.  Such  a  protective  and  personal  advocacy  is  needed  to 
provide  a  mechanismJby  which  a  developmentally  disabled  individual 
within  the  delivery  system  has  the  means  to  reach  outside  of  the 
established  delivery  system  fo;r  examination  of  situations  in  which  his 
right*  as  an  individual  citizen  maybe  being  violated.  i 

/.  Minimum  Standards 

The  Committee  feels  that  in  order  to.prote'ct.the  jndiviUuars  health, 
safety  and  human  dignity  and  the  civil  or  human  rights  of  the  person, 
certain  minimum  standards  have  been  established  for  the  use  of' the 
alternative  procedures.  These  minimum  standards  set  forth  certain 
physical  requirenients  for  the  facilities  optingjto  use  Part  B  procedures 
^ahd  providO^s  certain  mininjum  protections  of  the  human  rights  of  the 
individual.  The  Cotnmittee  feels  that  these  are  the  absolute  minimum 
standards  under  whieh-the  Federal  Government  can  provide  funding 
and  not  violate  the  Constitutional  riglits  of  the  individuals! in  those 
programs.  '  . 

J.  Standards  Jor  Jlmdeniial  Facilities,  and  Community  F^aciliiies  and 
\     Agencies  Serving  the  Mentally  Retarded  ,    '  . 

'  y  The  Committee  is  aware  that  the  present  institutional  system  in  this 
nation  is  woefuUv  inadequate  "to  meet  the  needs  of  the  nientally  re- 
titded  and  developmentally  disabled  population.  In  response  to  thfe 
iJituation^  which  e.xist  in  Wiilowbrook,  Tartlow,  and  Rosewood  and 
miny  other  facilities  in  this  countrj-^  ?vhich  when  examined  closely 
provide  shocking  headlines,  the  Committee  is  adopting  minimum 
standards  for  such  institutions.  . ; .        '  , 

X  These  minimum  standards  for  residential  facilities  and  cojiimunity 
facilj^ties  and  agencies  have  been  developed  by  the  major  accrediting 
couni^ils  and  ai>sociations  in  the  field  of  care  for  devcloiimen  tally  dis- 
abled^ individuals.  These  are  minimvm  standards  guided  by  the  prin- 
cipal ^of  normaIi/.ation  of  persons  with  developmental  disabilities, 
which  insure  that  persoub  receiving  services  from  residential  facilities 
arc  protected  from  violation  of  their  human  and  civil  rights.  They  are 
the  fruition  of  a  partnership  of  governmental  agencies,  of  professional 
organizations  of  practitionerb  in  the  field,  and  oT consumer  representa- 
tives, vw)rkmg  together  in  the  interest  of  improving  service  to  men- 
tally reiarded  and  other  developmentally  disabled  persons.  At  the 
same  tin^e,  they  stimulate  S.tates  to  establish  plans  forfcommunity  and 
regional  programs  for  this  population  and  minimize  admissions  to  the 
institutiohal  residential  facilities  while  providing  funds  for  alterna- 
tive programs  of  (Community  care.  .       ^  .       .  , 

There  have  been  many  recent  advances  in  the  field  of  residential 
•ervices.to  developmentally  disabled  persons,  including  the  cstablish- 
m*nfc  of  new  modes  of  care  such  as  the  group  home  and  the  halfway 
hoU9©.  The  committee  anticipates  that^progrebs  in  this  area  will  con- 
tinue to  occur,  and  that  these  standards  are  the  beginning  of  a  goal  we 
all  seek— treatment  and  care  of  developmentally  disabled  individuals 
which  is.humano,  healthful,  and  .appropriate.  ; 

Finally,  the  Committee  believes  that  the  Federal:  Government  has 
an  obligatioh  to  implement  and  honor  the  commitment  to  provide 
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humane  car|5  and  fcreatraent  to  the  iDstitufilonalizjed  mentally  retarded 
and  other  individuals  with  deYeIo[MneiitaI  disabilities,  and  to  de- 
emJ)Basize  loxig-term  ijistitutiopaliintioii. 

SECfrjON'BY-SECTION  ANALYSIS 

Section  L — Provides  that  the  short  title  of  this  legislation  is  the 
"Developmen tally  Disabled  Assistance  and  Bill  of  Rights  Act." 

Section  Contains  definitions  taken  from  section  401  of  Pnbjie 
La^i'^l-SlZ,  change's  some  definitions,  and  adds  now  ones.  It  adds  as 
new  definitions:  "State  Planning  Council",  "Specific Jcamin^  dis- 
abiKtjr,"-  "Institution  of  higher  education,"  "Satellite  centciS"  and 
"Desim  for  implementation'^;  it  rewrites  the  definitions  on  "develop- 
mental disabilit}'"  and  **poverty  areas/'  .  . 

Section  S  Requires  ekch  recipient  of  a  grant  or  contract 

to  keep  appropriato' records.  It  is  similar  to  section  408  (a)  and  (h) 
in  existing  Ia\\<  >  . 

Section  4  (Advance  Fwiding). —Troyidos  authority  for  funds  to  bo 

SRBE^PiiSiL?^-^^-^^- --which,  the.},  apply 
ana'fqr  wKicKthey  are  obligated.  I'or  the  purpose  of  transition  to  the 
forward  funding  concept,  the  apprbpriajtiqns  act  for  the  fir>>t  :ketvr  may 
contain  funding  for  both  that  year  and  the  ne.\fe  succeeding^  fiscal  j'ear. 

Section  5  {Employrhent  oj  Handicapped  Individuals), — This  section 
requires  the  Secretary  to  insure  that  recipients  of  assistance  under 
Ihfe  Act  shall  have  a%-mauvo  action,  for  the  employment  and  advance- 
ment of  handicapped  individuals  on  tlie  same  ba^is  as  is  require^L  under 
the  Rehabilitatioi\  Act  of  1973  for  State  agencies,  rehabilitation 
facilities,  and  Federal  contractors* . 

Siction  Q  (Recovery).'^Is  the  same  as  in  existing  law.  The  United 
States  shall  be  entitled  to  recover  an  amount  determined  b>  a  formula 
if  the  facility  is  sold,  tJtausforrcd,  or  ceases,  to  bo  a  UAF  or  satellite 
center^  ^ 

Section  7  (Maintenance^  of  Bgov(l. — States  that  an  application 
must  contain  rcasooablo  assurances  that  a  grant  will  not  result  in  ai\y 
decrease  in  the  level  of  State,  local,  and  other  non-Federnl  funds  for 
services,  to  periTons  ^\ith  developmental  disabilities  anil  truiniag  of 
professional  personnel. 

TITI^B  I— ASSJSTANCB  FOB  V£RSONS  WITH  IXRVELOPMENTAI,  DISAmUTIES 

Septxon  too  (Declaration  of  Purpose  and  Federal  5^Aare).— Describes 
in  general  tcnns  the  goals  of  most  ,of  its  provisions,  including'  dcr 
Toloping  and  implementing  a  comprehensive  aud  contiriuiug  btate 
plan;  renovation  and  modenuzation  of  universit>'-affiliated  facilities 
and  i^upport  of  deraoostratioa  and  traiiiing  programs;  deveiopmont 
of  regional  community  programs;  support  of  activities  demonstrating 
exemplary  services  U>  persons  with  developmental  disabiKtics  wlio  are 
especially  disadvantaged;  techoicol  asbistanco;  training;  of  specialized 
personnel;  and  davcloping  or  demonstrating  nfew  or  impro\ed  tecJi- 
nique^^  for  delivery  oiscrvices  tp  developmen  tally  dkabled  persons. 
Subsections  (b),  \c),  ainl  (d)  concern  Federal  sliare.  The  Federal 
.share  und^r  Parts  A  and  B  may  not  cxccckI  70%,  with,  tto  ex<^eptio^s 
that  projects  of  national  signinciuvco  atxd  services  to  a  poverty  areci 
'  s 
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under  Part  B  nia\  not  ext;oed  90%.  ^Sbction  119(b)  states  ehat'tho 
Secrctarv  mny  pa\  "])art  or  all  of  the  cost  of  special  projects".) 
[The  non-l^odoral^^hau'  iiia\  be  in  ca,^h  or  in  .knuK^  Expenditures*  by 
political  MilnlniMou^  of  a"  State  oi  b^\  nonprofit  private  a£eueio.s, . 
organi/.ation.*>  and  group>  ^hall  be  t,oiibidcrcd  eNpeiiditurOb  by  a  Stato 
orruni^crMt^-iiflilialcJ  facility  for  tlu^parpobO  of  doteriniiiing  Federal 
share.        "  ^  •  • 

In  deteniiiuiiig  the  amount  of  payment  under  Part  A,  there  .shall 
be  dibregavdt'd'/U>         portion  of  the  coi>t4>  of  sudi  renovatiou.  or 
modcrnizatiolk  fiuaucrd^bv  otjicr  Fodcraf  fuiuU,  (b)  the  amount  of  , 
an}-  noiiTFtdei/d  fund^  pro\ided  under  an>  otTicr  pro\ii>ion  of  hwv; 
and  {i^}  the  aiiAo»int  of  au^  nuu-JV-dcraf  fuiido  required  io  be  expended 
aft  a  condition  of  ivccipt  of  su^h  Federal  funll.^.  In  determining  the  , 
amount  of  an}  St  a  teV,  Federal  ahaiv  of  expend  i  tare  ^  under  Part  B, 
'  thefe  shall  be  di^^cgarded.  (a;  aia  portion  of  such  expenditures 
financed  b}  other  Federal  fuiul.-,  and  (b)  the  amount  of  auy  non-  * 
Federal  •fulld^  tettuircd  to  be  expeiuled  a^  a  condition  of  receipt  of 
such  Federal  funds.  _  .  ^ 

Finally,  pH}nieut>>  ma}  X>o  made  In  advance,  except  that  such 
adju>tment.->  a.^  ma}  be  neces^ar}  jhuU  be  imuh  on  account  of  pre- 
viously made  underpayments  or  overpayments.  ^  "  * 

J  •  PAUT  A  /      .  *  ' 

"  Sectiim  101  (Rennfufion  a /u/ II/* H/avJ^a^io/r).^ Authorizes  S6, 500,000 
for  FY  I97r>  and  alike  amount  for  the  next  four  .succeeding  fiscal  }ears 
jor  moilerni/.alion  and  ieno\ation  of  UAF^  and  ^aU'llite  centers,  and 
for  utili/.atiuii  of  e.\i-.tiiiij;  build iiig.>  for  satellite  ccntei>.  Such  miuierni- 
zation  and  roiio\ation  mus,t  comply  \\ith  Public  Law  90  4S0,  ^cmting 
tp  architectural  bairiers.  *  -  '  \ 

ScclioK  102  {Ikmoitiitraiton,  Training^  and  Operational  GranisySr 
*Autliori/,es  grant,>  io  Uui\er>itj  AHiljatetl  Fai^iliticb  to  covet;  part  ol 
tho  eos>t  of  adminic^teriiig  ami  operffting  dempn.^tration  facilities  and 
interdisciplinary  training  pro^rain^  \\ith  enipliac^ij>  upon  tho  ability 
and  commitment  of  t»ueh  program^  to  ])ro,vide  MM-yice^  not  otherNvi.^e 
available  to  person^  with  ilc\eh)pmental  dL^abilitiec,  in  programs  of 
coinnumit}  care  alternatively  to  .^ueh  service^  being  provided  in 
institutiouali/.ed  .-^etting^.  Tlio  grantee  mu-»t  .submit  a  (un  report  no  , 
later  than  six  month-*  aftei  tho  date  of  such  grant  on  an  asse^t>ment  oT 
need  for  lommunil}  care  *er\Ite&  for  per&oii-.  with  developiiiental  dic»- 
abiHtie^Mu  eaih  State  not  now  :>er\ed  b}  the  grantco  in  the  general 
geojjraphieal  aiea  in  whLli  the  institution  L  located,  and  a  fca^sibility 
i^tud\  oT  w  a}.->  in  whit  h  grantee.-,  r>iiigly  or  tt>gcther,  can  e&tablish  and 
operKto  >atellitb.  eentci\s  in  the  aiea.  Grhnti  nia}'^  al&o  be  made  .to 
UAF'.s  to  co\cr  p,art  of  tho  cosU  of  administering 'and  operating 
satellite  center^  meeting  the  .specification:^  developed*;  in  the  necdj  ' 
assebsmon't  and  fcii^ibihty  studies.  The  aiithcri/ation  level  foi"  FY 
1975  and  each  of  tho  four  succeeding  fiscal' }eari5  is  $25,000,000, 
of  which  for  FY  1975  an  anu^unt  in^,cxcei>.s  of  S4,250,000  and  [ess  than 
84,975^000  U  to  ,Le  uocd  t6  carry  out  the  a^>se»>ment  aAil  feasibility 
Studicb.  (Subject  tp  tlic  availabilit}  of  funds,  the  Secretary  shall  in- 
clude hi  each  grant  an  additioiial  amount  -not  in  excess  of  $25,000  - 
nedcssaly  Co  pa}  all  of  the  cobt  of  sXich  a^^eismoiit  and  study.)  Aftc^r 
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FY  1975,^ $4,250,000 'shall  be  ayailablc  f8r  the  administration  and 
operation,  of  demonstration,  facilities  and  interdisciplinary  training 
programs;  of  any  amount  in  excess  of  this  amount,  50%  is  to  be  used, 
for  satellite  centers.      .  1  . 

Section  103  (Applications). — ipelineates  the  assurances  which  each 
apj)lication  for  a  grant  under  Part  A  must  contain,  tlio  provision  for 
review  and.  comment  by  the  State  Planning  Council  and  the  priority 
^oals  which  apphcations  must  establish.  An  ar^Hication  must  b^  sup- 
ported, by  reasonable  assurances  that  (1)  it  lo  » onsi?tent  with  the 
appropriate  State  plan;  (2)  the  facility  mil  b»  a^bouated  with  a  medi- 
cal center  or  institution  of  higher  education;  ....  the  plans  and  .specifi- 
cations are.  in  accord  \\ith  regulations  prcmiilgatcd  pursuant  to  thih^ 
Af^t;  (4)  title  to  the  site  for  the  project  is  or  ivill  be  vested  in  the" 
State;  or  the  agency  or  institution  making  the  application  or  operating 
the  facility;  (5)  the  non-Federal  shate  of  renovation  or  modernization 
will  be  available  upon  completion  of  the  project;  (6)  the  facility  will 
comply  with  standards  pursuaut  to  the  Architectural  Barriers  Act  of 
IOCS  and  with  regulations  of  the  Secretary  of  Labor  relating  to  occu- 
pational health  and  safety  standards;  and  (7)  any  laborer  or  mechanic 
employed  by  a  contractor  or  subcontractor  must  be  paid  wages  in  con- 
— fcnnance  with  the  Davis-Bacon  Act,  as  amended.  Ine  State  Planning 
Council  roust  review  and  cpmment  on  the  application  before  the  Secre- 
tary can  approve  it.  If  the  Council  falls  to  complete  its  review  and 
comment  within  30  days  after  submission,  the  applicant  may  requcbt 
the  Secretary  to  approve  the  application;  and  if  the  Secretary  finds 
that  the  Council's  failure  is  ^'arbitrary,  capricious,  or  unwarran^d,"  he 
may  approve  the  applieatiou  himoelf.  Jf  the  Secrotarj^  findt>  otm^rwabe, 
he  shall  return  the  application  to  the  Council  for  action.  The  priority 
goals  which  the  applicant  must  meet  are.  (1)  deinbtitutionalization 
and  development  of jc^mmunity -based  programs,  (2)  earl>  .-jcrecning, 
diagnosis  and  evaluation  of^nfants  and  preschool  children,  (3)  coun- 
seling, client  program  coordination,  folio w-idong  bcrvices,  protective 
services,  and  pe.-sonal  advocacy  for  adults^  and  (4)  normalization  of 
institutional  life. 

 —     »  PART  B 

Section  HI:  {Authorization  of  Appropriations). — Authorizes 
S50,000,000  for  PY  1975;  $85,000,000  for  FY  1976;  $95,000,000  for 
FY  1977;  $100,000,000  for  FY  1978;  and  $110,000,000  for  FY  1979, 
plus  buch  additional  sums  as  Congre.:>s  deems  neccosary,  for  grants  foi 
planning,  provisioa  of  services,  aiid  construction  and  operation  of 
facilities  for  persons  with  developmental  disabilities. 

Section  112  {State  AUotjnents). —Eniiiles  the  States  to  allotments 
based  on  (a)  the  population,  (b)  the  extent  of  need  for  semccb^and 
facilities  Jfor  persons  with  developmental  disabilities,  and  (c)  the 
financial  need.  The  mjnimum  allotment  for  the  States  ib  $200,000,  the 
jninimuin  allotment.for  the  territoricb  ib  $50,000.  No  State  shall  receive 
less  than  it  received  in  FY  1974.  The  minimum  is  to  be  mcrcasedlf 
appropriations  after  FY  1975  exceed  $50,000,000,  the,  percentage, 
increase  is  the  same  as  the  percent  by  which  the  appropriations  of 
that  particular  year  exceeds  the  FY  1975  authorization  of  $50,000,000. 
In  determining  the  need  for  services  arid  iacilities,  the  Secretary,  .shall 
take  into  account  thascopc  and  extent  df  services  specified  in  the  State 
plan. 
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In  addition,  f  uud^  dcbignuted  by  a  Stale  as  construction  f unds\^lunng  a 
fiscaVyear  are  to  remain  available  to  the  State  in  the  following  fecal 
year.  A  State  may  •apportion  its  allotmenti>  for  services|(but  not  for 
con<?truction)  among  more  than  one  Stale  agency  in  carrying  out  the 
State  plan.  Also,  States  may  popl  their  allotmenls  to  ^arry  out  co- 
operative intei-state  efforts.  Subsection  (d)  permits  the  Secretary  to 
transfer  funds  not  used  by  one  State  to  one  or  more  other  State.s  after  a 
30-day  notice  Wen  in  the  Federal  Eegister.  1  ^  \ 

'  Subsection  (e)  continues  the  existing  authority  for  projects  of  na- 
tional significance,  reserving  up  to  10%  of  the  total  appropriation  for 
Part  B.  These  grants  shall  be  made  after  consultation  with  t\\e 
National  Advisory  Council.  The  Federal  share  of  such  |)rojects  is  re- 
tained at  90%.  Such  iprojects  shall  include  integrated  service  modd 
projects;  and  demonstration  projects  to  coordinate  and  Ujilize  all  avail-^ 
able-commuAity  resources.  All  grants  are  to  be  made  byvtlie  Secretcry  ^ 
in  accordance  with  policies  used  generally  to  administer  gi-^nts 
.throughout  the  Department  of  Health,  Education,  and  ;Welfare 

Section^  113  {The  National  Council  on  Service  and  Facilities  jor  the 
iDevelopmentaUy  jPmftZc^).— Estaljflishes  a  25-member  National  Coun- 
cil, consisting  of  9  designated  members  (Deputy  Copmis.sioner  of 
the  Bureau  on  Education  for  the  Handicapped,  the  Commissioner 
of  the  llehabilitation  Services  Administration,  the  Administrator  of 
the  Social  and  Rehabililation  Service,  the  Director  of  the  National 
Institute  of  Child  Health  and  Human  Development,  the  Director  of 
the  National  Institute  of  Neurological  Disease  and  Stroke,  the  Diro^^to^ 
of  the  National  Institute  of  Mental  Health,  and  three  other  represerita- 
tives  of  the  Department  of  Health,  Education,  and  Welfare)  and  16 
citizen  members.  Each  member  is  appointed  for  a  term  of  four  years 
unless  ho  is  appointed  to  fill  a  vacancy  in  which  case  he  shall  serve  tlie 
remainder  of  the  term.  All  vacancies  nriust  be  filled  within  10  calendar 
days  of  the  occurrence  of  such- v.acancies. 

The  Natiohar  Council  shall  meet  at  least  twice  a  year,  shal  engage 
such  technical,  secretarial,  clerical  and  other  assistance  as  needed  and 
shall-  (IX  advise  the  Secretary  wdth  respect  to  regulations  developed 
pursuant  to  this  Act]  (2)  study  and  evaluate  programs;  (3)  moni- 
tor the  development  4qd  execution  of  title  I;  (4)  review  and  advise 
the  Secretary  regarding  grants  of  national  significance  and  the  model 
evaluation  system;  and  (5)  report  annually  directly  to  the  Congress 
on  the  efficiency  of  the  administrntion  of  title  I.  There  is  an  authoriza- 
tion of  8100,000  for  each  fiscal  year  of^jthe  bill  for  the  Council. 

Section  IH  {State  P/an^).— Mandated  that  the  State  plans  must 
include- provisions  to.  (1)  reduce  and  eventually  eliminate  inappropri- 
ate^ institutional  placement;  (2)  improve  the  quality  of  care  and 
reliabilitation  for  those  who  must  remain  institutionahzed;  (3)  provide 
early  screening,  diagnosis  and  evaluation;  (4)  provide  counsehng,_ 
client  program  coordination,  follow-along  .-services,  protective  scrviros, 
and  personal  advocacy  .services  for  adulUs}  (5)  support  community  pro- 
grams as  alternatives  to  institutionalization;  (G)  protect  the  human ^ 
right?  of  persons  with  developmental  disabihtics;  and  (7)  provide  a>r 
interdisciplinary  intervention  and  training  programs. 

A  State  plan  shall:  (1)  designate  the  State  agency  or  agencies  which  • 
shall  administer  and  sune^vise  the  adndnistration  df'the  btate  plan; 
and  designate  the  single  State  ^agency  responsible  for  the  administra- 
tion of  construction,  renovation  or  moderni/.a^ion  grants,  (2)  describe 
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the  quality,  extent  ami  scope  of  ^ervicei)  being  provided,  (3)  describe 
the  quality,  extent  and  scope  of  j>ei^ices  boin^  provided  under  other 
Federal  laws  to  developmental l>  disabled  iudi\iduaU  and  show  how 
funds  under  this  Part  will  be  Ubcd  to  ccmplcnienl  <iiid  uupiont  such 
services;  (4)  provide, for  the  maximum  utilization  of  all  available 
community  service^  (including  volunteers)  with  the  proviso  that 
volunteer  services  shall  i^upplement  the  scrviccD  of  paid  employees; 

(5)  set  forth  policies  and  procedu.es  for  the  expenditure  of  funds; 

(6)  contain  ab^urunce^  that  the  fundb  will  be  Ubed  tu  make  a  significant 
.contribution  toward  btrenfitthening  bcrviccs  for  perbon.^  with  dcvelqp- 

mental  disabilities,  that  tlie  funds  may  be  made  available  to  other 
public  or. nonprofit  private  agencies,  institution.^  and  organizations, 
that  tho  funds  will  be  used  to  bupplement  and  iucrease  the  level  of 
funds  otherwise  available,  and  that  there  will  be  reasonable  State 
financial  participation ,  (7)  provide  that  seivices  and  facilities  furnished 
under  the  plan  will  be  in  adhereiict;  with  standanL^  prescribed  by  the 
Secrelarv  under  title  II  of  this  Act,  (S)  provide  such  methods  of 
administration  as  are  found  to  be  aecebsary  for  the  proper  and  <5flicient 
operation  of  tho  plan;  (9)  provide  assurances  that  tlie  Slate  Planning 
Council  is  assigned  adequate  pei-sonnel  to  earn  out  its  duties,  (10) 
pxovide  assurance  that  the  State  Planning  Council  shall  at  least 
annually  review  and  evaluate  the  State  plan,  (II)  provide  that  tlte 
administering  State  agencies  will  keep  such  records  jis  are  hccessary ; 
{12)  provide  that  special  financial  and  technical  a.>M-.taiu:e  ^hall  ba 
given  to  urban  or  rural  poverty  area.s,  (13)  describe  the  methods  lo 
be  used  to  assess  the  effectiveness  and  accomplishments  of  the  State 
in  meeting  tho  needs  of  tho  deveU)pmentall3  disabled  cominuuitv, 
(14)  specify  the  maximum  amount  of  and  percentage  of  a  State's 
allotment  which  is  to  go  to  construoti',>n,  niodcrni/atiou  or  ruicvation 
(not  more  than  10%  of '  the  State's  allotment),  (lo)  provide  rea- 
sonable assurance  that  adequate  financial  support  will  be  av(iilable 
to  complete  the  construction  of,  and  to  maint.an  and  operate,  any 
facility  assisted  by  funds  under  this  part,  (10)  outline  (if '  funds 
are  to  be  used  for  construction,  renvvation^or  iiUMleini/.ition)  a  pro- 
gram which  is  (a)  based  on- a  State-wide  in\nMitoi>  uf  exi^tinj^  f^icili- 
tics  and  survey  of  need;  (b)  sets  forth  the  re!  •  live  net  tl  for  several 
projects;  (c)  assigns  priorities  in  t-hcMmler  of  rrlathe  lu-ed,  lalcfng 
into  account  the  requirement  that  .>uch  con-lruction,  rfii!>\  atiou  or 
moderni?5ation  complies  with  standard-*  pro-cribid  pur-uaiif  to  the 
Architectural  Barriers  Act  of  19G8,  {hi)  i^rovitU^  lu*  oj)poit unity  for 
a  hearing  to  every  applicant  for  a  cun^tru('tioll,  renovalioii  oi  modern- 
ization  project;  (iS)  provides  for  such  at countiiiu  procediire-.  as  nia3' 
bo  necessary;  (19)  provides  for  the  iiiipk'n»eutalijii  of  an  t»valuation 
system  similar  to  thaidoveloped  at  the  national  Icvi  l  wiiliiu  .'^0  months 
after  the  date  of  enactment  of  this  Act,  (20)  prtivido,  to  the  maxi- 
mum extent  feasible,  an  opportunit\  for  prior  revii-vv  aiul «  onunent  _bv 
the  State  Planning  Council  of  all  State  phui>  <oiutrniiiii  pt^r-on^  with 
developmental  disabilities;  (21J  provides  that  prrMJum  1  a--i*:ned  to 
the  State  Planning  Council  shall  be  rcspoinihlf  rolfl^  to  the  (  ouncil; 
(22)  provides  that  all  relevant  Jnforiiiation  toiicuning  ()thor  pro- 
grams relating  to  ppi*hons  with  developmciU-d  dL-ahililii  ^  \r>  avaiUible 
to  the  State  Plannjng  Council,  (23>  providt:,-.  fair  and  tqitltable  arrange- 
ments to  protect  the  interests  of  employees  a(£<  ctud  h\  the  State  plan; 
and  (24)  contains  such  additional  information  a.-    no(  tv>sar>. 
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The  Secrotarv  s\niy  not  Jir>approve  a  State  plan  unlesi>  ho  has  pro- 
vided rea^uiiable  iiulito  and  uppgrtunity  fur  a  hearhig  to  the^  State. 

Section  Ho  {Stati  Plaunirnj  6Vi^/i^?<7). -E^tablibhes  State  Planning 
.Council  which  is  to  .solve  nn  advocate  for  perbon.^  with  de\elop- 
mental  dLabilitleb.  The  Countil  ib  to  be  appointed  by  the  Governor 
of  each  State. 

The  State  Planning  Council  .bhall  (1)  develup  and  prepare  the  State 
plan;  (2)  approve,  inoiiitur,  and  evaluate  tlie  impkraentation  of  the 
State  plan,  ej>tablii>h  priorities  for  the  distribution  of  funds;  (4) 
review  and  couiinwut  un  .all  Slate  plan^  in  the  Stato^  which  concern 
poHjons  with  develupniental  dioabili ties, -and  (5;  submit  the  Secre- 
tary, through  the  Guvornur,  any  periodic  repurt^i  the  Secretary  may 
reasonably  ret^ucst. 

At  leas^t  20%  but  no  more  than  30%  of  the  amount  of  the  State's 
allotment  bhull  bo  .u^ed  for  personneloa^^signed  to  tlie  Council.  The 
membei'fehip  ^shall  include  rcpicbcntativcs  of  the  principal  State  ageu- 
cie^,  local  agoncic*s,  and  iiuiigu\cmmer  tal  agencies  and  groups  cun- 
ceunod  with  sorvicoj?  tu  persons  witii  developmental  dlsaoilitics, 
including  a  roprt'-.^eul^live  of  ari  institution  of  higher  education  receiv- 
ing a  grant.  Atjcju^t  une-third  of  tho^ menibei.^hip  nuist  consist  of 
consumei*>  uf  servi^^e.-^,  o.  their  parents  oi*  guardians  if  they  are  notr 
officers  uf  an  urgani/.atlun  or  entpluyees  of  an  figcn(}  which  receives 
funds  under  thi:4  Act.      -  ^  .  - 

The  administering  State  agency  or  a^jongies  mu^t  ;»ubmit  to  the  State 
Plaiming  Cuiuii  il  fur  approval  the  design  fur  implenientation,  inckul- 
ing  a  delailed  plan  for  the  disbursement  of  funds.  Finally,  the  Secre- 
tary shall  insure  that  ea(^h  State  Planning  Cuuiicii  has  access  ?o  all 
other  Stall'  plans  relevant  tu  the  developmental  disabilities  program. 

Section  110  {WUhholdlno  of  Pa!/mca(s}.rSUiiQ^^  i\mi  if  the  Secre- 
tary finds  afler  rea.Mmable  notite  and  oppurtunitA  for  a  hearing: 
(I;  that  anv  jStato  agent.}  or  agencies  are  nut  lonipl^ing  with  the 
provi>ions  uf  the  Stale  phiu  or  the  regulations  of  the  Sccretan  ;  (2) 
that  any  reiiuirenient  set  furth  iii  an  application  under  section  114 
is  not  being. or  cannt.t  be  cariied  out,  or  (3)  that  adeffuate  funds  are 
not  benig  pruvided  aniaiall^  fur  the  direct  administration  of  the 
State  plan,  he^ma^  notify  the  Stattv  council  and  State  agency  or 
ageoeies  that  pay  meals  arc  being  vvirRheld  for  any  project  affected 
bv  the  action  ui  niat>tion.  Vniene\er  the  State  planning  and  advisory 
council  finds  that  a  State  agenty  administering  fund.^  is  failing  to 
comply  with  the  de-^i^n  fi»r  iinplementation,  the  council  sh.all  notify 
the  GoviMMior  aiul  the  Smetar} ,  who  in  turn  nni v.  provide  notice, 
conduct  a  hearing,  and  withhold  pavments. 

Section  117  (/Jef/u/aiio/iN^.- Directs  the  Secretary  to  promulgate 
regulatiuns  piiiMuint  lu  this  Act  no  later  than  90'da>s  fuUuwing  enact- 
ment.  The  reguhitions  nniy  be  waived  if  the  Secretary  funis  that  they 
would  iuipeih;  the  impleinentatiun  of  a  project  which  is  consistent 
with  the  goals  uf  this  legislation.  The  waivei-s  are  to  be  reviewed 
an^iuallv  b}  ihe  S!\ietai}  and  issued  un  a  ca.-e-b v -case  ba.-is  and  for  a 
specified  period  of  time,  but  in  no  case  lunger  than  .30  months.  Renewal 
of  such  waivers  mav  be  «ii  anted  onl.v  after  a  full  evaluation  of  the  full 
impact  of  the  waivers.  The  Se<aetar>  shall  submit  his  justificatiun  for 
a  i-cnewal  of  waiver-*  to  the  appiopriatc  committees  of  Cungress.  In 
addition,  the  Hecnaary  shall  publish  in  the  Federal  Register  the  fact 
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that  a     iver  application  has  been  submitted  bv  a  State,  and  he  shall 
not  approve  or  disapprove  this  application  in  less  than  60  nor  more 
*  than  90  days  after  tne  publication  date. 

Section  118  {Evaluation  of  Developmental  Di^bilities  Seryices).^ — 
Mandates  the  development  by  the  Secretary,  in  consultation  with 
tho  National  Council,  of  (a)  a  design  for  a  comprehensive  system  for 
tlid^ovaluaticn  of  services  for  persons  with  developmental  disabilities, 
ari^  (b)  a  time-phased  plan  for  each  State's  implementation  of  a 
mitiimal  evaluation  system  by  October  1,  1977.  This  plan  will  further 
speSfy  the  phases  leadings  to  the  establishment  (36  months  after  the 
date^of  enactment  of  this  Act)  of  a  comprehensive  evaluation  system 
in  eaph  State. 

Tap  evaluation  s^otem  shall  be  designed  to  (l)  provide  objective 
meabOre^  of  the  progrjss  of  persons  wfth  developmental  disabilities; 


t^pecififj  criteria  to  UbO  as  compliance  levels  for  operatmg 
and  comnumity  facilities  and  agencies. 

Not  later  than  February  1,  1977,  the  Secretary  shall  submit  to  the 
Congrek  a  report  on  tho  evaluation  sv^item  design,  including  an 
e.'5timatfe  of  the  .obU  of  developing  and  implementing  the  system. 
The  Secretary  mj>  make  grants  to  ancl  enter  into  contracts  with 
ptA)lic  and  privuto/ticn profit  crcaiiizations  and  individuals  to  conduct 
fcai>ibilit>  i^iwj^i^lo  i.>.oist  in  developing  the  system;  and  $1,000,000 
fop  each  o£.tlie  fncal  >edrb  1976  and  1977  available  for  the  purposes 
of  section  118.  \ 

Section  119  {Grujits  for  Special  Projects  jor  Services  to  Persons  vnth 
Vevdovmental  DisakilUies).^ Authorizes  $17,500,000  for  FY  1975; 
$20,000,000  for  FT  4976;  $22,500,000  for  FY  1977,  $25,000,000 
for  FY  1978;  and  $27,500,000  for  FY  1979  to  pay  part  or  all  of  the 
co>t  of  bpocial  I3rujecti>  akd  demonstrations.  Such  projects  and  demon 
.^tratiort^ohall  include,  but  not  be  limited  to,  parent  counseling  and 
training,  early  screening  ana  intervention,  infant  and  pre-scliooT  pro- 
grams, boi/.ure  coiitrol  system,  legal  advocacy,  community-based 
cuuuaolirig,  care,  hoii^ing^^and  other  services  and  systems  necessary  to 
luaiiilain  a^perbun  witfi  developrmjntal  disabilities  in  the  community. 
The  Secretary  mubt  'nitiui:e_tj>a;t;  any  special  projects  are  reviewed 
and  commented  on  by  the  appropriate  State  Planning  Council. 
Finally,  any  project  or  part  thereof  funded  under  this  section  shall 
not  be  eligible  for  fundmg  under  section  304  of  the  Rehabilitation 
Act  of  1973.  ^ 

Section  1.20  (Repeal). --FhyIs,  B  and  C  of  the  Developmental  .Dis- 
abilities Services  and  Facilities  Construction  Act  are  repealed  9v 
days  after  enactment  of  this  Act. 

TFi'LE  n— BILL   OF   RIGHTS   FOR   MENTALLY   RBTARDED   AND  OTHER 
^  PBUSONS  WITH  DEVELOPMENTAL  DISABILITIES 


7 

of  titlS  ' 


Section  200  {Statement  of  Purpose)  .—Statas  the  purpose 
If — to  establibh  standards  to  assure  the  humane  care,  treatment, 
habilitation,  and  protection  of  mentally  retarded  and  other  persons 
with  developmental  disabilities  who  ore  served  by  residential  and 
Community  facilities  and  agencies,  to  establish  a  method  to  assess 
compliance  with  ."^nch  standards,  and  to  minimize  inappropriate  ad- 
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missions  to  such  facilities  and  agencies,  through  establishment  of  assur- 
ances that  standards  affecting  health,  safety,  personal  dignity,  and 
human  and  civil  rights  of  persons  \\:ith  developmental  disabilities  are 
being  complied  with  by  such  facilities  and  agencies.  This  will  bo  done 
through  the  use  of  procedural  criteria  sot  forth  in  part  B  and  per- 
formance criteria  developed  by  the  Secretary  pursuant  to  section  210; 
Jhrodgh  .compliance  with  minimum  stand&rds  set  forth  in  section  215, 
and  through  such  additionaUcriteria  that  the  Council  and  the  Secre- 
tary may  deem  necessary;  or  through  compliance  \vith  standards  set 
fo>th  with  parts  C  and  D»  /  • 

Part  A — General  Provisions  for  Residential  and  Community  FacUiVus 

and  Agencies^  Serving  Mentally  Retarded  and  Other  Persons  with 

Developmental  IHsabilities 

Section  201  (ZJe/iniiVorzs). —Describes  the  meanings  of  the  following 
terms  for  the  purposes  of  the  title: 

(1)  Adaptive  behavior; 

(2)  Agency;   

(3)  Body  image : 

(4)  Person,  disaoled  person,  or  disabled; 

(5)  Program  coordinator; 

(6)  Community- 

(7)  Cross-disciplinary  approach ; 

(8)  Culturally  normative; 

(9)  Family; 

(10)  Generic  services; 

(11)  Governing  board,  board  of  trustees,  board  of  directors,  or 
board,of  governors;  * 

(12)  Governing  body; 

(13)  Guardian;  '       .        *  . 

(14)  Guardian  of  the  person; 

,   (15)  Guardian  of  the  properly ; 

(16)  Legal  guardian;     '  , 

(17)  Natural  guardian;  . 

(18)  Plenary  guardian; 
''^   (19)  Public  guardian; 

(20)  Testim^ntary  guardian; 

(21)  Guardian  ad  litem; 

(22)  Indigenous  leadership; 

(23)  .(A)  Informed  consent; 
(B)  Exceptional  cases; 

(24)  Interdisciplinary  approach; 

.  (25)  Multidisciplinary  approach; 

(26)  Mapping; 

(27)  Mental  retardation; 

(28)  Mobile  nonambulatory; 
.(29)  Nonambulatory; 

(30)  Normalization  principle; 

(31)  Orientation; 


(32)  Pro-am  j 

(33)  Residential  facility; 

(34)  Service  delivery  system; 
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(37)  Chief  executive  ofBcor; 

(38)  Developmental  disability; 

(39)  Direct-care  staff ; 

(40)  Legal  incompetence; 

(41)  Living  unit; 

V  (42)  Nonm'obile;     "  ^ 

(4^)'  Public  financial  support  programs; 

(44)  Resident;  ,  i 

(45)  Resident-living; 

(46)  Rhythm  of  life; 

(47)  S3.irr6gatc;  'and 

(48)  Time  out.  ^ 

4  Section  202  (National  Advisory  Council  on  Standards  for  Besiden- 
Hal  and  Community  Facilities  jor  Menially  Retarded  and  Other  Per- 
sons with  Dtvelopnental  Disabilities)*-  -Provides^  for  the  establish- 
ment of  a  15-member  National  Advisoty  Council  on  Standards  for 
Reyidential  and  Community  Facilities  for  Mentally  Retarded  and 
Other  Perbons  ^^ith  Developmental  Disabilities.  Members  ^vill  be  se- 
lected from  public  agencies  providing  services  to  dcvelopfnentally  dis- 
abled pei-bons  and  from  professional  and  voluntary  associations  rep- 
resenting such  persons.  At  least  one-third  of  the  membei-ship  will  be 
consumers  of  services.  1         .     i  • 

The  Council  will  advise  the  Secretary  on  regulations  miplcmenting 
standards,  will  study  and  evaluate  such  standards  through  site  visits 
and  other  methods  to  determine  their  effectivenCiji?,  and  \nll'assist  the 
Secretary  in  developing  performance  ciiteria  to  evaluate  altemato 
standards  junder  ParfcB  and  section  121.  ^ 

.Based  upon  its  studies,  evalut>tions,  and  other  revle^v  mechanisms, 
the  Council  will  submit  recommendations  for  changes  or  improvements 
in  standards  under  parts  C  and  D  of  the  title  to  strengthen  or  upgrade 

them.  .  1  -    I  1 

Members  of  the  Council  ^vill  be  compensated,  and  the  section  au- 
thorizes appropriation  of  such  sums  as  may  be  necessary  to  carry  out 
tlie  purposes  of  the  section.  ,    ,  ^  , 

Section  203  {Assessing  Compliance  iDdh  Standards).  Subsection 
(a)  requires  that  a  State,  in  determining  whether  a  fcdcrall>  - assisted 
facility  or  agency  in  its  jurisdiction  is  m  compliance  with  standards 
specified  in  this  title,  shall  provide  assurances  to  the  Secretary  within 
o^e  vear  af tt)r  tho  date  of  enactment  that  each  such  facility  or  agency 
has  a  plan  for  achieving  compliance  no  later  than  5  years  after  tho 
date  of  enactment  and  is  pursiiing  program  to  comply  with  standards 
in  parts  C  and  D,  or  meets  requirements  set  forth  in  pavt  B.  ^ 

In  further  demonstrating  compliance,  each  State  bhall  bubmit  a  plan 
based  on  the  combined  plans  of  all  such  facilities  and  agencies  setting 
forth  detailed  procedures  for  compliance  and  under  which  the  State 
agrees  to  meet  provisions  for  reviews  as  may  be  required. 

Section  203(b)'provides  that  each  Strfle  plan  shall — 

(1)  Provide  a  detailed  analysis  of  steps  each  facility  or  agency  will 
take  to  comply  ^vith  part  B,  or  parts  C  and  D; 

(2)  Set  forth  a  detailed  schedulfe  for  compliance  with  such  stand- 
ards based  on  the  analysis  submitted  inirsuant  to  clause  (1);  ^ 

(3)  Demonstrate  the  need  for  continuing  residential  services  and 
provide  detailed  j^ssu ranees  that  residential  facilities  for  individuals 
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with  developmental  dii>abilitiei>  will  coiinjlciiicnt  and  augment  nither 
than  duplicate  ur  replace  other  cunimumty  services  and  facilities  for 
such  inclividuals  which  meet  the  requirements  of  the  title; 

(4)  Designate  a  single  State  agency  to  oversee  compliance; 

(5)  Provide  that  such  State  plan  has  been  bubniitted  to  the  State 
plifhning  council,  established  under  &ectiou  1 15  of  tl;e  Act  for  review 
and  comment  and  ha.^  been  found  to  be  in  conformance  with  the  State 
plan  required  under  section  114(b)  ; 

(6)  Set  forth  a  schedule  of  co&t&  to  achieve  compliance  under  j)ait 
B  or  parts  C  an(^  D,; 

(7)  Demonstrate  procedures  adopted  b>  the  State  tq  a&sure  that 
primary  emphasis  be  given  to  placing  eutli  individual  in  the  least 
restrictive  program  and  livhig  enviruuineiit  cum men&u rale  with  indi- 
vidual capabilities  and  needs,  and  that  any  a^&i.^tance  avuilable  under 
State  or  Federal  law  under  which  services  are  provided  to  p.er&uns 
with  developmental  dii>ubilitiei>  will  be  utilized  to  fu&ter  caiiyhig  out 
such  procedures; 

(8)  Set  forth  the*detailed  performance  criteria  to  be  u&ed  in  a.^soss- 
ing  the  quality  of  services,  provided  that  such  criteria  conform  to 
those  under  section  210; 

(9)  Provide  an  explanation  of  the  system  tp  be  used  for  gathering, 
analyzing,  and  interpreting  information  and  data  for  compliance 
review;  and  o 

(10)  Provide  assurances  that  all  &ubjecti\o  judgments  concerning 
quality  of  services  rendered  will  be  made  by  qualified  individuals  not 
employed  by,  or  financially  obligateil  to,  the  agency  responsible  for 
Operating  the  programs.  - ; 

Section  203(c)  provides  for  approval  of  plans  wliich  set  forth  a 
reasonable  time  subject  to  section  206.  for  compliance  and  provides 
that  plans  will  not  be  ilisapproved  without  reasonable  notice  and 
opportunity  for  a.  hearing* 

Section  203(d)  requires  each  State  to  enter  an  agrcenient  with  the 
Secretary  under  which  the  designateil  State  agenc}  will  be  utilized  to 
determine  whether  a  facility  or  agcncj  in  in  coniijliance  with  ^tandardb 
tinder  part  B  or  part&  C  and  D,  &uch  determination  to  be  mude  on  the 
basis  of  onsite  surveys  bj  the  State  ageuc\ .  Anj  such  State  agoncy 
may  furnish  to  the  facilities  and  agencies  oUch  opeciali/ed  consultation 
services  needed  to  mectc&tabliohed  standard.-?.  The  Secretary  will  nuike 
publib  the  findings  of  each  surve;^'  witlun  90  dajs  of  completion. 

In  order  to  as>ure  compliance  with  fttandard.-?  under  part  B  or  parts 
C  and  D  and  the  perfonnance  criteria  undei  section  210,  the  Seuetary 
shall  conduct  a  compliance  i5Ui\e3  of  facilities  ami  agent Ico  within  each 
State  to  determine  accuracy  of  hifonnation  and  data  submitted. 

Each  year  the  Secretary  niu.-5t  &uhniiL  an  annual  report  to  appropri- 
ate Congressional  connnittecis  &uniiuarizing-"  lunubei  o  and  Upcb 
of  facilities  and  agencle.^  found  in  comj^liance  and  not  hi  compliance 
with  standards  under  part  B  or  pait>  C  and  D,  ioarton>  fur  noncom- 
pliance and  isteps  being  taken  to  u.-suie  compliance,  finding  of^\  alida- 
tion  surveys,  numbers  and  t\pOi5  of  facllltie.^  and  agencies  found  to  be 
ineligible  for  Federal  as.^I&tance  because  of  failure,  to  (comply  with 
standards,  and  recommendations  for  alterations  in  the  compliance 
review  ^^^tem  and  ssupporting  evidence  for  such  alterations  or  change. 

Seciiou204  Grants  ToAbnUt  CimipltanQp.-  Authori/eb  appropriatiou^ 
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of  such  sum  as  may  be  necessan'  for  grants  to  assist  States  in  bringing 
publicly  operated  and  Federally  assisted  residential  or  community 
facilities  and  agencies. int6  compliance  with  standards  established 
under  the  title.  A  State  applying  for  such  a  grant  must  provide 
detailed  jnforniatipn^^hich  snows  liow  such  grant  will  assist  in  meeting 
the  standards.  The  total  of  the  grants  for  any  proiect  may  not  exceed 
75  percent  of  the  necessary  cost  as,  determined  by  the  Secretary. 
Payments  of.  grants  shall  be  ma^e  in  advance  or  by  way  of  reimburscr 
ment,*  and  on  such  conditions  as.  the  Secretary  may  determine. 

Section,  205  (Mdinie'nqnce  of  Effort),— Tvowides. for.  maintenance  of, 
effort  by  the  States,  that  payments  to  any  facility  under  the  grants 
will  not  result  in  any  decrease  in  per  capita  State  and  local  expendi^ 
tures  for  services  for  developmentally  disabled  individuals  which 
would  Qtherwise  be  available  to  such  facility.  The  Section  provides 
for^  an  annual  report  to  Congressional  committees  summarizing 
maintenance  of  effort  by  States  and  facilities. 

SMion  206  Withholdiv.g  oj  (?ra7i^5.— ^Provides  that  after  December 
31,  3979,  no  residential  facilit);  or  .program  of  community  care  for 
development  ally  disabled  individuals  shall  be  eligible  for  payments 
directly  or  indirectly  under  any  Federal  law  unless  such  facifity  meets 
stamJardsund^^  C  or  D  oi"  has  demonstrated  for  a  reasonably, 
peood  tlTatrirTias  actively  implemented ,  requirements  of  part  B. 
.  l|he  section  provides  that  any  funds  .to  which  a  person  would  other* 
wise  be  entitled  to  have  paid  on  his  behalf  to  a  residential  iacility. or 
program  of  community  care  will  be  reserved  for  him  and  administered 
by  the  Social  Security  Administration  in  the  samp  manner  as  benefits 
under  title  II  of  the  Social  Security  Act  would  be  administered  ouhis 
behalf  if  he  were  entitled  to  thorn.  . 

^eciiofi  207  Evaluation^  and  Performance  Ch*/ma.^Directs.the  Sec- 
retary, in  consultation  with  the  National  Advisory-  Council  to  develop 
and  transmit  to  .Congress  within  18  months  after  enactment  an  evalu- 
ation system  and  plan  for  implementation  designed  to;  assess  the  ade- 
quacy of  all  education  and  training,  habilitatipn,  rehabilitation,  early 
cnildhood,  diagnostic  and  evaluation  services,  or  any  other  services jOr 
.assistance  under  all  laws  administered  by  the  Secretary,  and  develop 
specific  criteria,  designed  to  provide  objective  measurement  of  the 
developmental  progress  of  a  developmentalljj  diss^bled  individual,  to 
be  utilized  By  agencies^and  facihties  to  evaluate  effectiveness  of  services^ 
j)rovided.  .  .   .  \ 

In  developing  this  evaluation  system,  the  Secretary  mus^t  insure  that 
it  is  consunierorieiitecr  and 'is  designed  to — :,  .  , 

,  (1)  Evaluate  the  effects  of  service^  on  tlie  lives  of  consunaei^s,  using 
formation  and  data  obtained, from  individuahzed  ^yxitten  habiQita- 
tion  plans  as  required  under  section  211,  -  , 

^  (2) ,  Evaluate  pverall  itnpact  of  State  and  local  programs  for  tha 
develppmentally  disabled, '  -  .  J      ...  - 

(3)  rf ovide  and  evaluate  the  cost-benefit  ratios  of  particular  servr 
.ice  alternatives,  and,  ,    ^ .      •        ;  • 

(4l)  Provide,  that' eyaluaf-ion  of  program  quality  shall  be  performed 
by  individuals  not  'directly  inyolv^din. tlie. delivery  of  such  services.to- 
^hQ  ppgram^bemg  eyaluated.  >    ,   '  ,^  ^'  .        *    \,  ,      /    '  * 

This  sectib^  authorizes  appropriations  ot  $1  ^lilliou  each  .for  fiscal 
year*ldVf  and  the  succeeding.jjikc^l.year 'for  grants  and  contracts  for 
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feasibility  studies  to  assist  in  developing  tbe  evaluaticm  systeoa^  except 
that^uch  grant  or  contract  shall  not  be  entered  into  with  groups  or 
individuals  who  are  directly  related  the  jMrogram  being  evaluated. 

Part  B — Alt^TTiMie  Criteria  far  Comvlianee  in  Idea  of  Sttar^darde  for 
Reiidentidl  and  Oommnnity  Facuitie$  and  Agencies 

Section  f^lO  {Performance  CriteHa). ^^lyxrectB  the  Secretary  to 
.specify  detailed  performance  criteria  for  mcaawring  and  evaluating 
developmental  progress  of  a  developmentally  disabled  person  who  is 
receiving  direct  service  in  a  residential  or  community  based  facili^  or 
agency  and  minimum  compKance  levels  for  such  criteria  to  be  applica- 
ble to  such  facilities  and  i^encies.^Such  performance  criteria  shall  be 
developed  pursuapt  to  section  203  and  be  con^dered,  along  with  mini- 
mum compliance  levels,  as  required-standards  under ^this  part. 

Prior  to  approving  any  compKance  plan  submitted  under  section 
203,  the  Secretary  shall  obtain  tidequate  assurance  of  compliance  with 
the  performance  criteria  developed  under  such  section. 

Section  211  (Tndividnalised  Written  HaiHitation  Plan). — Subsec^ 
tion  (a)  directs  the  Secretary  to  insui^.that  an  individualized  written 
habititation  plan  is  d6velo{)ed  and  modified  at  frequent  intervals  on 
behaK  of  eacn  person  who  is  in  a  facility  or  agency , for  which  stand- 
ards have  been  established  under  the  Act  or  under  any  other  federally 
assisted  State  or  local  program  specified  by  the  Secretary. 

Subsection  (b)  directs  that  each  individualized  plan  shall  be  devel- 
oped jointly  hv  the  facility  or  agency  resjponsible  for  delivery  or  co- 
ordination of  deKvery  of  services  to  the  person  and  the  djBveioppien- 
tally  disabled  person;  (or,  where  approj^riate,  his  parents  or  guaraians).^ 
In  any  case  in  which  such  person  is  receiving  services  from  two  or  more 
agencies,  the  agency  primarily  responsible  for  delivery  of  services  will 
afso  be  responsible  for  insuring  that,  all  services  are  part  of  the  indi- 
vidualized plan:'  V 

Subsection  (c)  provides  that  each  individualized  plan  shall  be  re- 
viewed at  least  annually  by  the  ''primarily  responsible"  agency,  at 
which  time  the  person,  orWs  parents  or  guardjans,  will  have  the  oppor- 
tunity to  review  it  and  jointly  redevelop  its  teftns.  Such  plan  snail 
include  but  not  be  limited  to  (1)  a  statement  of  long-term  goals  for 
the  person  and  intermediate  objectives  related  to  attainment  of  such 

§oals,  (2)  a  statement;  of  specific  services  to  be  provided,  (3)  projected 
ate  for  the  initiation  and  anticipated  duration  of  each  'service,  and 
(4)  objective  criteria  and  evaluation  procedure  and  schedule  for  aet^ 
mining  whether  such  objectives  and  goals  are  being  achieved. 

Subsection  (d)  lists  the  basic  criteria  that  each  individualized  plan 
shall  conform  to:  ^  ^  ^  ^ 

(1)  The  initial  plan  shall  be  developed  upon  a  person's  application 
for  service; 

(2)  The  plan  shall  reflect  use  oi  assessment  data  In  atieast  the  (oU 
lowing  areas  of  development — sensor-motor,  communicative,  social, 
affective,  and  co^itive; 

(3)  The  objectives  of  the  plan  shall  be  developed  witli  the  participa- 
tion of  the  person,  his  family  or  guardian,' all  relevant  agency  staff 
members,  and  staflt  of  other  involved  agencies; 

'  (4)  Objectives  of  the  plajl  shall  be  stated  separately,  started  in 
sequence  with  specific  time  periods,  and  exprcsseg  in  behavioral  terms 
that  provide  measurable  inoices  of  progress; 
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(5)  The  plan  shall  describe  conditions,  activities,  or  barriers  inter- 
Jering  mih  achie^'eineht  of  objectives; 

(6)  The  plan  shall  bpecify  modcti  ot  intervention  for  achievement  of 
stated  objectives; 

(7)  The  plan  shall  identify  agencies  delivering  services  required; 

(8)  The  plan  shall  identify  a  designated  focus  oT  responsioility  for 
using  and  coordinating  services  provided  by  different  practitioners 
or  agencies;  -         '  * 

\.(9)  The  plan  shall  include  a  specification  of  proposed  day-to-day 
trainingactivities  designed  to  assist  in  attaining  objectives; 

(10)  The  plan  shall  be  written  in  functional  terms  understandable 
lo  the  person,  or  parerfts  or  guardians; 

(11)  The  plan  shall  be  reviewed  at  least  quarterly  to  measure 
j)rogresi>,  modify  objectivcb  a^  necessary,  determine  needed  services, 
4ind  provide  guidance  and  remediation  techniques  to  modify  ba^iers 
to  growth;  and  -  ^ 

(12)  ,The  plan  shall  include  a  written  agreement  specifying  role  and 
objectives  of  each  party  to  the  implementation  of  the  individualized 
written  habilitation^plan.  ^  ^  ' 

Subsection  (e)  directs  the  Secretary  to  insure  that,  in  developing 
^nd  carrying  out  each  plan,  primary  emphasis  will  be  given  to  placing 
the  person  in  the  least  restrictive  program  and  living  environment 
-commensurate  with  his  capabilities  and  needs. 

Subsection  (f)  directs  the  Secretary  to  specify  detailed  performance 
-criteria  for  measuring  and  evaluating  developmental  progress  of  de- 
velopmentally  disabled  persons  attained  through  the  use  of  such 
iiidiyidualized  plans*    ^  .  ^ 

^ Sectim  212  Program  Coon/i/mitOR.— Subsection  (a)  provides  that 
•each  i)erson  served  b^  au  agency  shall  be  assigned  a  program  coordi- 
nator responsible  for  ini  piemen  ting  the  person's  individual  plan.  The 
•cool dina tor's  services  shall  be  terminated  only  when  responsibility 
for  service  lias>een  assumed  by  another  agency,,  at  which  time  a  new 
-cobrdlnator  shall  be  assigned.  * 

Subsection  (b)  directs  each  agency  to  insure  that —  . 

(1)  The  person  or  iiis  family  participate  in  selection  of  the  co- 
ordinator and  4/lie  coordinator  shall  bo  identified  to  the  person,  his 
family  and  appropriate  staff  members; 

(2)  The  coordinator  bhall  attend  to  the  total  spectrum  of  the  per- 
son's needs,  4md  i>hall  dett^rmhie  whether  the  person's  heeds  are  ^elng 
met  and  how;  ^ 

(3)  The  coordinator  shall  proyido  supportive  services  to  the  person  . 
and  his  family ;(' '  ^ 

(4)  To  keep  the  individual  plan  up  to  date,  the  coordinator  shall 
secure  relevant  data  from  other  agencies  providing  service; 

(5)  The  coordinator  tliall  provide  documentation  relevant  to^  the 
review  of  the  individual  plan;  and  '  ' 

(6)  *The  cdordinator,  or  another  agency^  staff  member,  shall  assist 
the  person,  or  his  family  or  guardian,^  in  planning  for  and  securing 
living  arraugemdnts  adapted  tp  the  person's  needs.  \ 

Section  213  Protective  and  Personal  Advocacy. — Subsection  (a) 
directs  the  Secretary  to  insure  that  a  system  of  protective  and  per- 
sonal advocacy  is  establibhed  in.  each  State  to  monitor  programs  and 
services  and  protc-.t  the  human  and  legal  riglits  of  each  perbon  served 
iy  tacilities  or  programs  within  the  State.  ^ 
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SubbCC*tioii  (b)  directs  the  Secretar}  to  iii5>ure  that  fur  each  buch 
sy&tem^an  agcrn^y  ur  entity  i&  designated,  which  i&  iadepoiident  of  any 
service-pruvidiiig  agcut},  i&  capable  uf  pru\uliiig  protective  and  per- 
bonal  advocacy  service^,  and  shall  be  re»poii>ibfe  fur  iiiuuitoring  and 
aujlitiiig  the  iiidi\iduali/.ed  prugianL>  uf  peibous  to  iiiMire  thai  they 
r^Ceiv^j  all  bcucllts,  services,  andjlgKt;>  that  the)  aieeiititled  to  under 
any  law  or  program.^  <>'      j  . 

Subbcction  (c;  requires  cj\cIi  such  sj.-?teiu  to  iiicIi,Kle  an  indepeiulciit 
entity  with  the  authorit\  to^rcceive  all  coniplaiatsiiegardhig  iufiingc- 
ment  of  rights,  denial  of  benefits,  or  failuie  tu  pro\ide  necessary  serv- 
ices. Each  such  entity  will  have  the  puwer  tu  render  decisiuiAS-rcspect- 
ing  complaints,  such  decisions  tu  be  final  and  binding.  Prior  to  is- 
suance of  any  order  or  decision,  nin  a(Te(.ted  jHirt}  niay  rlqUcst  a 
hearing,  to  be  held  within  60  da\»  of  the  receipt  of  complaint,  and 
such  order  or  decision  to  be  rendered  within  GO  da\s  after  the  hear- 
ing is  concluded,  Such  oider  or  decisions  issubject  tuapprupriate  judi- 
cial review.  ,        *  ^ 

Section  214  (necordll^eiHiiremenU).— Hi^qxiu as  residential  and, com- 
munity facilities  and  agciicies  to  keep  .^ucli  records  appropriate  to 
evaluate  the  o(fecti\enes»  of  perf 01  malice  coUipliaiico  with  the 
provisions  of  this  part.  ^  ^ 

Each  Jacilit}  and  agency  shall  idjentify  the  number  of  doyclop- 
mcntt^Uy  disabled  persons  rejected  fur  ^^^ervices  b}  the  facility  or 
agency,  and  the  reasons  for  each  such  rejectioii,  «nd  report  such  in- 
formation cvciy  6  months  to  the  Secretary  and  the  State. 

Section  215  (Minimvm  Staiidards  /or  C\se  with  the  Alternate  Pro- 
m/urei.^ Provides  that  each  residential  and  connuunjty  facility  and 
agency  choosing  to  use  the  alternate  piocedure^of  this  part  iii  lieu  uf 
compliance  with  parts  C  and  D  inust  comply  with  the  following 
nxiuimum  standards  to  insure — 

(1)  That  clo.se  relatives  be  j^ermitted  to  vi^t  a  pei-son  at  an}'  rea- 
sonable hour  and  without  prior  noliie  pro\ided  that  privacy  ami 
rights  of  other  residents  and  pci'sons  are  not  infringed. 

(2)  Implementation  of  advocacy  for  all  res 4dent.>  and  persons; 

*  (3)  That  no  individual  whosc  njicds  caiiuut  be  mot  b}  tuc  residential 
facility  or  agency  shall  be  admitted  to  it;       •  _ 

i^4)  That  the^numbcr  orpci-son.-.  ndniittcd  asVe>id(ua-U-5>r  pei'soiLs  to 
the  facility  or  agency  shall  nut  exceed  its  latcd  capacity  jUuI  pru\i.>ions 
for  adequate  programing; 

(5)  That  there  is  a  regular  xoint  re\icw  of  thc-status  of  each  resu'.cnt 
or  person  by  all  relevant  pcrwonuol,  including  those  in  the  living^ 
unit  with  program  recomniendatious  fui  ,Im  piemen  tatioDr,  in  eluding" 
consideration  of  advisabilitv  of  continued  re.>iden(-C  ai..!  alternative 
programs,. and  at  the  time  of  the  resiJent  s  attained  maiority,  or  if  he' 
Dccomcs  emancipated  prior  thereto,  hi^  need  to  remain  in  the  facility, 
lais  need  Tor  guardiaaship,  ,a;id  the  piotccticn  of  his  civil  and  legaf 
riglits;  ^  .  *  » 

(G)  That  mistreatment  of  ^cs^d(»nt^  and  TH'r^on>  shall  be  strif  tly  pro 
hibitcd,  that  any  such  mistreatment  shall  be  repoitcd  immediately  bV 
the  facility  or  agency  to  the  State,  that  all  .^uch  incidents  shall  bo  in- 
vestigated through  an  established  procedure  consistent  wnth  due' 
process,  the  results  to  bcrcportcd  to  the  cLief  c:iccutive  officer  within: 
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24  hours,  and  appropriate  sanctions  when  such  allegatlQns  are  sub- 
stantiated; 

(7)  That  living  unit  personnel  shall  train  residents  and  persons  irt 
daily  living  activities  and  in  the  development  of  self-help^  and  social 

„ skills;        \^^.  ,     '  ,  /   ,  ,     ^ , 

(8)  Tliat  living  unit  porspntiel  shall  be  responsible  for  development 
t  .     and  maintenance  of    warm^  family  or  hpme^like  environment  coa- 

'    ducive  to  achievement  of  optimal  development; 

(9)  That  tho  :j"liythm  of  life  in  the  living  unit  shall,  resemble  the 
,  cultural  norm  of  the  resident's  or  person's  nonr^tarded  or  nohdevelop- 

mentally  disabled  age  peers,  unless  a  departure^is  justified  on  the,.basis 
of  maxirnizing  hpman  qualities; 

(XO)  That  residents  and. persons  shall  be  assigned  responsibilities  ii^ 
thp  living  unit  commensurate  with  in  teres  ti>,  abilities,  and  develop- 
mental plans,  to. enhance  self-respect  and  to  develop  skills  of  independ-* 
_  cnt.  living,  and  that  inultiple-hanuicapped  and  nonarabulatoryr€sidents 
shall  spend  a  major  portion  of  the  waking  day  out  of  bed,  a  portion 
of  the  day  out  of  bearoom  areas,  and  have  planned  daily  actjyity  and 
exercise  periods;  ,  ,  •  /• 
n[H)  That  residents  and  persons  shall  be.  provided  with  S3^tematic 
training  to  develop  appf opnate  gating  skills  using  adaptive  equipment 
-Nyhen  apprppriate;  >  -  -  • 

(12)  That,  in  accordance  wjth  the  normalization  principle,  all  pro^ 
fessional  sorvibe^  to  mentally  ;retardpd  and. others  with  developmental 
disabilities  shall,  whpre  feassiWe,  l?e  providedjn  the  community,  ratl^r 
ihai^in  the  residential  faOiUty,  and  where  provided  in  such  a  facility^ 
such,  services  must  be  at  least  comparable  to  those  provided  in  the 
community;  /     v  ,  .    '  '  ^ 

(iS)  Thjit  educational  sej^^ices  shall.be  avjailable  to  all  residents  and 
persons  regardless  of  .age,  retardation,  or  other  disabilities,  and  foij 
residents  or  persons  of  legal  school  age,  the  State  shall  insure  that  the 
State  educational  agency  pi;ovides  educational  services  equivalent,  to. 
those  provided  in  tlTe  nonhtindicapped  population; 
'  (14)  That  special  att^^nticn  shall  be  given  those  residenCs  and.  per- 
sont,  who  mthout  active  intervention,  are  at  the  risk  of  further  loss  of 
function,  incjuding —       -  ^  *  .  ... 

(A)  Early  diagnosis^  of  disease;      '       '  ^ 
(I})  Proiopt  tfeatm(Jnt  in  early  stages; 
N.      .      (C)  LimitaHon  of  disability  by  arresting  disease  process; 
(D)  Prevention  of  complications  and  sequelae;  and 
**  (E)  Kohabilitation  jjervices  to  raise  the  resident  or  person 

his  o:reatebt  possible  leviel  of  function  in  spite  of  handicap,  by  raaxi- 
inizing  the  use  of  existing  ^capabilities. 

(15)  That  the  civil.rightsjof  all  residents ^)e^assured; 

(IG)  Tliat  pli>bical  and  mechanical  res'fraint  be  employed  only  id 
accordance  with  written  policy  and  never  as  punishment  or  bubstitute 
for  a  projrraui ;  ^-j  i  \ 

(17)  That  chpmical  rci>trfljint  not  be.used  excessively,  as  punishment, 
or  as  a  substi luto  f or  a  program ; 

(18)  That' a  nouribhing,  jWell'balanced.,diet  shall  be  provided  all 
residents: 
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(19)  That  medical  and  dental  services  shall  ht  provided  to  all 
/    residents;     *      »  •  • 

1/     <    (20)  That  adequate  fire.and  safety  standards  hh  met; 
/         (21)  That  paint  used  in  facilities  be  lead  free;  and 
y    ^       (22)  That  there  shall  be  adequate  sanitation  and  waste  disposal, 

/  Pari  C-— 'Standards  for  Jlmdeniial  Facilities  for  Mentally  Retarded 

/'  and  Other  Persons  With  Developmetiial  Disabilities 

^  Chapter  I—Ad^nisimiice  Policies  and  Practices 

The  first  subchapter  of  (3iapt«r  I  (sections  220  through  223)  de- 
scribes the  standards  for  the  philosftphy  \mder  which  a  residential 
-facility  should  operat<5,  and  the  standards  under  which  such  a  facility 
should  be  located  and  operated.  Thes^  standards  stress  the  fostering  of 
hiimanijsation  of  mentally  retarded. residen ts  ajid^the  importance  of 
provi^ding  as  normal  an  atmosphere  as  pos^iblie.  The  standards  de- 
emphasire  the  use  of  institutional  terms  in  dealing  wth  the  retarded 
an<l  their  problems.  Under  these  stAnd«r<ls,  the  residential  fnciUly 
will  be  integrated  into  the  community  and  the  feenerai  population  aii 
much  as  possible.  The  residents  will  use  oommuttity  resources  such  as 
schools,  religiotis  tacilities,  medic*!  and  other  professional  services, 
recreation  facilities,  stores,  and  employment  facilities  as  extensively 
as  possible.  The  facility  will  be  designed  and  oi>crat6d  to  help  residents 
to  mpvt  from  stfOctured,  dehumanized,  institutional  living-  to  a  less 
strudtured,  motn' individualized,  and  independent  life.  Facilities  will 
emphnsize  groMplings  of  jKogram  and  residential  units  desigtied  to 
meet  residents^weds  and  integrated  into^  instead  of  segregated  from, 
ccnnmunity  lifq^v  '  .       ^      v  * 

The  second  subchapter  of  Chapter  I  (sectwns  224  through  232)  out- 
lines general  policies  and  practices  under  whicH  a  resfilential  facility 
shall  operate.  It  requires  a  facility  to  have  generally  available  a  written 
outline  of  the  philosophy,  objectives,  and  goals  it  is  striving  to  achieve. 
The  facility  will  also  have  a  manual  of  policies  and  procedures  describ- 
ing what  it  w  doing  to  achieve  its  objectives  and  goals.  In  addition, 
a  statement  of  policies  and  procedures  conjceiTiing  the  rights  of 
^ '    .residents  wilf  be  required.  •  ^     ,.  .        ,  ' 

^  r  The  facilitv.is  required  to  have  a  statement  of  policies  and  proce- 

dures that  protect  the  financial  mterests  of  re9i<lents,  manutds  describ-^ 
ing  procedures  in  the  majoa:  0}>eratinf:  units  of  the  facility,  a  summary 
of  laws  and  regulations  i*eleyant  lo  mental  retardation  and  to  the 
function  of  the  facility,  and  a  plan  for  a  continuing  management 

audit.  >  ,  .  t  . 

Public  facilities  will  have  documents  describing  their  statutory  basis 
of  existence  and  the  administration  of  the  governmental  department 
/      in  which  they  operate.  Private  facilities  will  have  docuipentation, 

including  charters,  constitutions  arid  bylaws,"  and  State  licc|nses, 
/  This  ^bchapter  describes  the  generral  duties  of  the  govei;ning  body 

J  of  a  facility  and  the  responsibilities  ()f  the  chief  executive  officer  and 
/         other  persons  responsible  for  the  operation  of  the  facility. 

The  subchapter  also  describes  the  general  ovendl  management, 
~      organization,  and  administration  of  the  facility,  including  such  ma  tters 
;  as  delegation  of  authority  and.  responsibility,  decisionmaking,  jjroper 

/  utilization  of  b^taff,;aii(l  effective  channels  of  communication,  riiere 

I  will  be  a  plan  for  ijiiprovement  of  staff  and  services. 

;  'j^—^^ — ■  ■ 


